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Foreword: 
Parents as Advocates 


It has been almost fifteen years since the passage of fed- 
eral and state laws providing the right to education in 
the least restrictive environment for all children with 
disabilities. Yet, parents still frequently find that they 
must “fight the system” to secure an inclusive education, 
especially for children with disabilities. When parents 
persist in asking for inclusive services, they often are forced co choose between a segregated 
school or recreation program with all its services and an existing integrated program in which 
such services may not be available and/or the curriculum is inappropriate. When this occurs, 
parents are placed in the difficult position of choosing between what they are told is a qual- 
ity, though segregated, program and an integrated program of lower quality. 

Rather than forcing parents to make these choices, communities should strive to provide 
quality services in inclusive settings. Unfortunately, as many parents know, such a view is not 
shared in all communities. It may be necessary, then, for parents to join together as advo- 
cates, or enlist the support of other advocates, to secure the option of a quality inclusive rec- 
reation program in a regular public school or community recreation agency. As Des Jardins, 
an authority on parent advocacy, has said so well, “Parents not only make effective advocates, 
they have the potential to become the best advocates - because they have the sense of ur- 
gency needed to motivate them to do what is necessary to move bureaucracies, and they can 
identify with other parents because they have been there.” 

In this publication, methods that have been used to secure quality inclusive recreation ser- 
vices are discussed. These methods are based on our experiences as parents and advocates 
who have been working together for over four years toward inclusion. We recommend that 
these methods be used in combination and over an extended period of time, in whatever or- 
der is best for a particular situation. A summary of these methods follows. 


Form a Group: An important step in advocating for change is forming a group of indi- 
viduals with similar concerns. Group size is not as important as is the commitment of 
willing members, since advocacy for change can be time-consuming and frustrating. Plan 
to meet on a regular basis with a specific agenda. And, agree on an amount of time to 
spend on agenda items so each meeting “stays on track.” Initially, the group should de- 
cide on a small number of common goals to complete within a specified time period. Pe- 
riodically, review progress made toward meeting these goals. When initial goals are met, 
new ones need to be set in order to maintain momentum. At this point, the group should 
continue meeting, but possibly less frequently. Look for other advocates/interested per- 
sons to meet with the group. For example, if the group is comprised of mostly parents, 


9 


POWERFUL PARTNERSHIPS 


consider asking others such as university faculty, teachers, therapeutic recreation special- 
ists, and interested relatives and citizens to join. Such persons offer new perspectives and 
can serve as resources. 


Be Informed: Obtain accurate information on the legal rights of individuals with dis- 
abilities and their parents; this is available from advocacy organizations such as the Asso- 
ciation for Retarded Citizens-United States (Arc-US), The Association for Persons with 
Severe Handicaps (TASH), the National Therapeutic Recreation Society (NTRS), or 
from a legal advisor with expertise in the area of disability rights. Also, obtain accurate in- 
formation about successful methods of including children with disabilities through cur- 
rent books and journals. 


Keep Others Informed: Provide readable, accurate information to other persons need- 
ing to make informed decisions. This would include other parents, regular and special 
education school principals and staff, therapeutic recreation specialists and community 
recreation personnel, local district and regional education administrators, board of educa- 
tion members, and influential persons in the media. Consider writing a brief, easy-to- 
read position paper on why inclusive options should be provided in your community, in- 
cluding examples of how inclusive options can work successfully. Consider presentations 
to meetings of other related groups such as local/state chapters of the Arc, TASH, 
NTRS, or your local PTA. Plan to present to local civic groups such as Kiwanis/Lions/ 
Rotary clubs and to religious organizations. Presentations should focus on what inclusion 
is and is not, its methods, present and future goals, and on answering questions. Visual 
aids such as slides showing children with disabilities who already are integrated interact- 
ing with peers without disabilities can be very effective. 


Influence Policies on Inclusion: Key change agents, such as recreation administrators, 
often have little information on the inclusion possibilities for children with disabilities. 
Increase their awareness by contacting them personally, providing verbal as well as writ- 
ten information. Some agency administrators have only recently begun to draft inclusion 
policies. Know when park and recreation boards meet and what agenda items are sched- 
uled for a particular meeting. Be prepared to present your position relating to the inclu- 
sion issue. Often it is possible to influence a boards’ early drafts of written policies by vo- 
calizing your position during hearings/meetings. Be aware that it may be necessary to 
sign up in advance to speak at meetings, especially at the state level. When boards are 
writing / rewriting policies, they frequently set up committees to write the policies and re- 
port back to the board; volunteer to serve on such committees to be sure your position is 
considered. 


Work with the Media: The media often present traditional “status quo” information 
about persons with disabilities and the inclusion issue. Persons representing the media 
need to be made aware of new information about recreational alternatives. Influence me- 
dia presentations on an ongoing basis, visiting influential persons such as TV/radio sta- 
tion managers and newspaper executive editors to share information about the inclusion 
issue. Provide media representatives with a list of resource persons whom you know are 
both knowledgeable and supportive of inclusive recreation services. Since others, such as 
park and recreation board members, usual!y have an easier route to media contact, it is 
crucial that the media also listen to your position. 


Meet Frequently with Influential School and Community Recreation Administrators: 
Initiate meetings with influential administrators from the municipal park and recreation 
board, preferably those who make policy and programming decisions involving children 
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and youth with disabilities. Constructively, but firmly, present your group’s goals for in- 
clusive options, then cooperatively discuss effective ways to meet those goals. Continue to 
initiate contacts in order to have discussions in the future. 


Influence Others in the Community Recreation System: Many recreation depart- 
ments have consumer advocacy boards composed of a variety of “consumers,” including 
parents and other advocates. One or more group members should volunteer to serve on 
such a board to provide positive input on inclusion. Work to inform and influence other 
persons who actually report to influential administrators, for example, the therapeutic 
recreation specialist. 

* Work with Other Advocacy Associations: Group members may already be involved in 
organizations such as the Arc, TASH, NTRS, or other specific disability support groups 
that also are advocating for rights for persons with disabilities. Members of your group 
might serve on committees of other advocacy groups. It is common, for example, for a 
local/regional Arc chapter to have a recreation committee; membership on such commit- 
tees could influence policy positions and actions on inclusion issues. 


As in most advocacy efforts, the task of securing quality inclusive options for children 
and youth with disabilities is a lengthy process and can be discouraging at times. It is there- 
fore essential to use methods such as those suggested here continuously, over time. The fu- 
ture results will prove well worth the effort - seeing people with disabilities living, working, 
and spending their leisure time integrated into communities with peers without disabilities. 


M Pari Ont 


Inclusive Recreation — 
Past & Present 
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To Play or Not to Play? 
A History of Recreation 
in America 


The simple answer to the important question Why recreate? 
is to enhance the texture of our lives. Why be concerned 
with such an intangible issue? Because in the fabric we 
call America, the threads of basic survival - spirituality, 
culture, humanness, work, and recreation - are not as finely woven as in other cultures. 
Rather, these fibers are spun piecemeal as the economy dictates. The result is unsettling, 
stressful, and forever in need of patching. Laws are passed and then amended to help us in- 
terpret the Constitution and the Bill of Rights. A quick review of American history will illu- 
minate this premise particularly as it relates to recreation and persons with disabilities. 


The Seventeenth, Eighteenth, & Nineteenth Centuries 


Prior to the Industrial Revolution and urbanization of the 1800s, most families’ income was 
based upon agriculture. Survival depended on work and even children were required to con- 
tribute to the economic support of the family. Nonproductive time was viewed as detrimen- 
tal: play was limited and even considered sinful. Anyone who could not work hard, produce 
something, or contribute to the family was not valued. People with disabilities who had no 
opportunities to make such contributions were, therefore, not valued. People with disabilities 
were usually segregated, out of sight, living in institutions or hidden in homes. If they 
worked in the society they were denigrated and exploited through discriminatory practices.' 
The Civil War, which left behind a large number of men with disabilities, helped change 
this perception. They were war heroes and, because they could not be hidden, public aware- 
ness about people with disabilities grew. By the end of 
the 1800s people with disabilities who lived in institu- 
tions began to be treated more humanely. Professional 
organizations that served people with disabilities were 
established. These organizations sought to provide bet- 
ter teaching strategies and educational preparation for 
professionals working with people with disabilities. 


@ The Early Twentieth Century 


With industrialization and the mechanization of farms, 
many people moved to the cities to work. Work hours 
changed, which led to an abundance of free time. For 
many, the changes in work schedules and the new urban 
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environment meant changes in lifestyles. Many people misused this free time and the avail- 
ability of commercial leisure services by frequenting bars, houses of prostitution, and other 
activities viewed as socially and spiritually destructive. Sports and leisure activities began to 
be seen as desirable alternatives to these socially unacceptable behaviors. Organized religious 
groups revisited the ancient Greek view of sports and leisure as a means of achieving the 
“sound mind in the sound body.” However, few facilities existed for organized recreation. 
For example, public playgrounds were very uncommon at this time, existing only in large cit- 
ies like Boston and New York. In 1906 the Playground Association of America was organized 
and many cities followed the example of larger cities and instituted public playgrounds. The 
first sand lots and playgrounds were constructed particularly for immigrant children and 
people who lived in tenement housing. They were built as safe havens from crime and other 
dangers of city life and to provide opportunities to socialize with other children.? This play- 
ground movement spread across the country and continued until World War I. 

With the advent of World War I, many men and women began to work in factories or 
joined the armed forces. The goal of community-based organizations was to build a national 
community. Community recreation centers were used to build federalism and to teach skills 
to the work force. School houses, settlement houses, community centers, and other commu- 
nity-based establishments worked to build a homogeneous, loyal, patriotic society and to ac- 
culturate immigrants; the U.S. was a melting pot and differences were not accepted or val- 
ued. The community-based organizations took responsibility to help solve another concern: 
what to do with military personnel. 

When servicemen frequented local communities, drinking, prostitution, and venereal dis- 
ease became common problems. Community organizations responded to these problems by 
providing recreation activities for soldiers. Additionally, recovering soldiers experienced rec- 
reation in hospitals and, upon discharge, they carried their new interests home. Increased 
survival rates of injured soldiers, due to such new medical advances as sterile surgery, meant 
that large numbers of men with disabilities were reintroduced into communities. Hospital 
recreation programs for soldiers were being shared with other medical facilities. Due to over- 
crowded facilities in the early 1900s, many patients were placed in tents on hospital grounds. 
These patients showed incredible recovery and “tent treatment” was born. 

As programs were developed for adults injured in the war or in factories, they were also 
being developed for children with disabilities. Additionally, many after-school programs for 
children with disabilities were initiated during this period, and assessments were made to de- 
termine how much money would be allocated for each individuals disability. 

The prosperity of the 1920s came to an end with the Depression and, once again, many 
people were left with a large amount of free time. Believing this excess free time would be 
squandered, programs such as the Civilian Conservation Corps, which built numerous recre- 
ational facilities funded by the federal government, were created. These programs greatly en- 
riched public recreation in the United States. The economic instability of this period also 
promoted the Social Security Act of 1935. This act provided federal grants for maternal aid, 
child health and welfare, and services for children with disabilities. During this time, public 
concern about the welfare and care of people with disabilities grew considerably, alchough 
problems continued to be experienced when people with disabilities attempted to coexist 
with the nondisabled public. Children with disabilities were typically placed in institutions 
immediately after birth. Some institutions offered recreation activities for their residents, but 
these activities rarely involved anyone other than staff members and other residents. 

With the advent of World War II, America was again drawn into a war economy. Great 
numbers of Americans were wounded, and subsequently treated and rehabilitated in hospi- 
tals that served people with newly acquired disabilities. The Veteran’s Administration and 
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the Red Cross provided recreation activities for wounded soldiers as a form of therapy. Di- 
versionary activities provided valuable rest and renewal for hospitalized soldiers. Wheelchair 
sports, such as wheelchair basketball, were offered. Responding to the veterans’ interest to 
continue to participate in wheelchair sports after discharge, the National Wheelchair Basket- 
ball Association was established in 1949 and, later, the National Wheelchair Athletic Associa- 
tion was founded. The Veterans Administration and Red Cross played critical roles in the 
development and use of recreation as a form of therapy, thus further developing the field of 
therapeutic recreation. 

In the community, programs for people with disabilities became more prevalent. 
Children’s summer camps had existed since the 18605, but camps for children with develop- 
mental disabilities were not established until the 1940s. As children and adults were observed 
participating in activities in ways that surpassed the expectations of the public, a new ques- 
tion emerged: How can persons with disabilities ve helped to lead productive lives? Assessments 
were made not only to determine how much federal assistance persons with disabilities 
should receive, but also to determine possible strategies for rehabilitation.“ 


B® Post World War II to the Present 


The end of World War II presented cities with a new phenomenon. Military men, returning 
home from the war, typically took advantage of government financial packages for mortgages 
and special housing, and they and their families often left the large cities to find quieter lives 
in the suburbs. At home, many inventions like the lawn mower, washing machines, and fro- 
zen foods made daily chores less time-consuming. As a result of the increased income and 
discretionary time, and the recent relaxation of the war-time military machine, leisure oppor- 
tunities for the middle class became an important aspect of life. Consequently, family units 
became the focus of recreational activities. 

Between 1947 and 1963, involvement in varied forms of recreation ballooned. Visits to 
national forests increased by 474 percent, to national parks 302 percent, and overseas travel 
increased by 440 percent.“ Suburban areas and small towns across the nation legislated to de- 
velop park and recreation facilities and programs to meet their growing recreational needs. 

While life in the suburbs was improving, inner cities began to decline. As the more afflu- 
ent middle class moved to new suburban communities, the neighborhoods they left behind 
were re-populated by economically disadvantaged people, usually minorities and immigrants. 
This middle class exodus left a lower tax base which resulted in less support for urban park 
and recreation facilities and programs. Overcrowding, a condition of poverty, led to a general 
lack of open space. Some of the urban riots that occurred during the 1960s were expressions 
of frustration with conditions, including the denial of minority access to adequate recreation 
opportunities during the hot summer months. The riots themselves have been described as a 
deviant form of play, discharging tension that had built up for years, and the result of bore- 
dom and frustration.» Where there were ample opportunities for recreation and sports, posi- 
tive outcomes occurred. In time, minority athletes who had great skills were accepted into 
major league .eams in baseball, football, and basketball. Access to recreation opportunities 
led to increasing numbers of minority athletes becoming active in college athletics, then 
moving into professional sports as athletes and later as coaches. 

During the Civil Rights movement and into the 1¢ 708, the nation’s youth began to 
question established values and institutions. The young people rejected and attacked the arti- 
ficial constraints, rigid curricula, and lack of self-governance that ruled their lives. In re- 
sponse, many institutions relaxed their social restrictions to recognize the rights of minorities, 
women, homosexuals, and people with disabilities. By the mid-seventies, a research report 
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showed that only one of five persons surveyed found work a greater source of satisfaction 
than leisure. The 1970s were a period of “consciousness raising” and emphasis was put on 
the human potential.” Abraham Maslow's doctrine of self-actualization became very popu- 
lar and many Americans sought to explore their own identities more fully. When work did 
not allow for self-actualization or opportunities for rewarding self-expression, leisure became 
an acceptable venue. Recreation was considered an excellent vehicle to become connected 
with oneself and, as a result, work became more of a source of funding for recreational en- 
deavors.6 The many radical social changes that took place during this era had a substantial 
impact on recreation. The humanistic thinking of the time promoted play for all within a 
noncompetitive, open-to-all framework. 

The consciousness-raising and individualism of the 19708 ran rampant and led to the 
identification of young people in the 1980s as the “Me” generation. Attaining quick personal 
and financial success became the singular focus and motivation for decisions regarding career 
choice, marriage, and parenthood. This younger - often mor highly educated - work force 
influenced the work environment for everyone. During the 1980s, the average American 
worked longer hours due to factors including an apparent resurgence of a work ethic or to in- 
tensified competition as some positions were eliminated by imprcved technologies and the 
emergence of new occupations. Moreover, people exacted more demands on the job for op- 
portunities to grow and expand personally and professionally. For many, work was no longer 
just the “job” as it may have been in the 1970s: it was now a career that included some of the 
previous decades self-fulfillment demands. The demand for recreational opportunities also 
continued to increase in the 1980s; however, recreational activities became more structured 
and planned in order to compensate for decreased leisure time and a growing concern for 
physical fitness. While more affluent people were spending more money on leisure pursuits, 
private contributions to non-profit agencies and government spending for public agencies 
providing recreation decreased. Beginning in the late 19708 and early 1980s, recreation be- 
came big business - an economic commodity to be purchased like other goods. As a result of 
decreased funding for recreation and rising costs, people of lower economic means were 
finding it increasingly more difficult to gain access to leisure opportunities. This decline in 
affordable recreation and leisure opportunities for people with average or lower-than-average 
incomes continued into the first years of the 1990s. How the current changes in the House 
and Senate affect allocation of funding for public services remains to be seen. Specifically, the 
changes in philosophy will translate into allocation of funds for public recreation depending 
on whether recreation is seen as a possible solution to current problems in society. 
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Why is Inclusive 
Recreation Important? 


During the 1970s, many advances in civil and human 
rights for people with disabilities were made, resulting in 
a decrease in institutional placements and a movement 
toward the provision of expanded, quality community 
services. One impetus for change was the public exposure of and outcry against harsh treat- 
ment of residents in many state hospitals throughout the country. For example, the neglect 
and cruelty uncovered at the Willowbrook State Hospital in Staten Island, New York, caused 
law professor Drew Days to write: 


We realized also that as citizens these people have legal rights. They have the right to be 
removed from the community only when absolutely necessary and only after certain proce- 
dures have been followed. Anyone deprived of liberty and confined to an institution should 
be entitled to decent living conditions and proper treatment and care. These are legal 
rights. These are civil rights as fundamental as the rights to vote, speak, or worship freely...' 


In the to decades between 1967 and 1987, the daily population of persons with mental 
retardation living in state institutions in the United States dropped more than fifty percent 
fiom 194,650 to 94,696. As a consequence, children with disabilities who may previously 
have been placed in institutions are now staying home with their families. Children who do 
not remain with their biological families are placed, whenever possible, in foster homes or 
with adoptive families rather than in state-operated institutions, intermediate care facilities 
for persons with mental retardation (ICF/MRs), nursing homes, or group homes. Family 
members are taking on more responsibilities in caring for children who have disabilities and, 
along with service providers, lawyers, legislators, and 
academics, have been strong advocates for changes in 
the delivery of services by schools, vocational centers, 
residential providers, and various community programs. 

Their advocacy efforts have resulted in and been 
supported by key legislation affirming the rights of indi- 
viduals with disabilities. In 1973, for example, the Civil 
Rights Act for the Handicapped made it illegal for any 
agency or organization to receive federal funds if they 
discriminated against a person solely on the basis of his 
or her disability. In 1975, a pivotal year for inclusion, 
the Education for All Handicapped Children Act (PL 
94-142) was passed. This law provided free, appropriate 


public education in the least restrictive environment for 
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all children with disabilities, ages five to twenty-one. Recreation was included in this law as a 
related service. An amendment in 1986 provided educational services for children with dis- 
abilities at an even earlier age (birth to age five). 


the Shift to Community Recreation 


Continuing into the present, further barriers to participation in society by people with dis- 
abilities have been made illegal. Though these battles have mostly centered around education 
and work opportunities, access to recreation was also included. Recreation participation for 
young people with disabilities in community centers was not common until recently. Gener- 
ally, children and youth with disabilities only participated in recreation activities organized 
and provided by their parents. If these children and their family members approached com- 
munity centers to seek recreational activities, they often found that staff could not meet their 
needs or include them in programs. Children and youth with disabilities were often denied 
community services or were referred to special programs that served people with disabilities 
only.? Municipal and commercial recreation service providers frequently offered (and still 
offer) one or more of the following reasons for excluding people with disabilities from their 
programs: a) staff were not trained to serve people with disabilities; n) it was too costly to 
hire special staff for so few participants without the skills to participate in existing programs; 
c) their constituents would resist participating with people with disabilities and would go 
elsewhere (serving people with disabilities was the job of special organizations dedicated to 
the purpose of providing segregated recreation); v) liability insurance would be prohibitive; 
E) retrofitting their facilities for just a few people was not in their budgets nor was it cost effi- 
cient; and F) they had received few if any requests for services from people with disabilities. 

In 1990, the Americans with Disabilities Act was enacted to eliminate discrimination 
against individuals with disabilities in the areas of employment, transportation, public ac- 
commodations, public services, and telecommunications. Of great importance to providers 
of leisure services, Section 302 of the act prohibits denying full and equal access of any public 
facilities or services to an individual on the basis of disability. The mandate defines separate, 
albeit equal, programs and services as discriminatory. 

Although recent laws have provided the impetus for agencies to accommodate individuals 
of varying abilities both architecturally and programmatically, these agencies have often only 
removed architectural barriers. Many administrators initially find inconvenient or inacces- 
sible facilities to be the major stumbling block to inclusion. To overcome physical obstacles, 
many community recreation agencies are currently assessing and adapting their physical envi- 
ronments, especially because guidelines on physical barrier-free evaluation and design are 
readily available. However, physical accessibility and physical proximity between people with 
and without disabilities do not, in and of themselves, ensure positive results. In fact, current 
research suggests that without programmatic access, participants without disabilities continue 
to view their peers with disabilities and inclusion efforts negatively. As of now, community 
efforts and strategies to make programs accessible remain few. Recreation service providers 
must include people with disabilities in socially and physically barrier-free - that is, totally 


barrier-free, zero-exclusion environments where no one is rejected. 


Approaches to Social Inclusion 

For the most part, two approaches to social inclusion are in practice today whereby people 
with disabilities can become active recreation participants. The selection of these approaches 
depends upon individual needs and program availability, and should not be dictated by the 
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preferences of service providers or the service delivery system itself. 

The “inclusion of generic programs” approach can be defined as helping an individual 
with a disability to select an existing age-suitable community recreation program designed 
originally for participants without disabilities. The support person works in cooperation with 
a program leader to identify and eliminate the differences between program skill require- 
ments and the individual’s capabilities. People with disabilities participate in activities along- 
side a narural proportion of peers without disabilities. Participation in existing age-appropri- 
ate recreation service: has the potential to help people with disabilities to acquire skills re- 
quired for contemporary, appropriate, high-interest activities in the community. A signifi- 
cant advantage offered by this approach is the potential to develop social relationships be- 
tween participants with and without disabilities. Generic programs serve the majority com- 
munity culture unlike segregated programs that often exist in relative isolation, outside the 
usual community network.? 

A second approach is referred to as “reverse mainstreaming.” In this approach, segregated 
programs exclusively for people with disabilities are modified to attract peers without dis- 
abilities. This approach is currently practiced by Special Olympics International through 
their Unified Sports Program. Unified Sports combines, on the same team, approximately 
equal numbers of athletes with and without disabilities, of similar age and ability. Unified 
Sports leagues have been developed throughout the country in basketball, bowling, soccer, 
softball, and volleyball. The success of reverse mainstreaming often depends on restructuring 
a program to make it highly attractive to all participants. Once the participants without dis- 
abilities are “in the door,” participating alongside their peers with disabilities, social interac- 
tions and friendships can be facilitated. For participants with disabilities, interactions and ex- 
posure in familiar surroundings and among friends with disabilities remain manageable.3 


Conclusion 


It has now become clear why inclusive recreation services have become such an essential in- 
gredient in the quality of life of children and youth with disabilities and their family mem- 
bers. Some of the more compelling reasons why it is now crucial to help make community 
recreation agencies more welcoming and supportive of all people, with and without disabili- 
ties, include: a) greater understanding and acceptance of individuals with varying back- 
grounds and ability levels; 5) personal growth and increased social sensitivity, including im- 
proved compassion, kindness, and respect for others; c) positive impact on the social devel- 
opment of all individuals; v) broadened social networks and friendships; :) increased oppor- 
tunities to acquire and perform lifelong recreation skills; and F) legislation that mandates ac- 
commodations. 

With powerful laws behind them, children and youth with disabilities and their family 
advocates are now in an excellent position to change the way that recreation providers offer 
services in the community. In the future, inclusive recreation services are expected to become 
the typical medium enabling individuals with disabilities to access their communities and 
peers. In this manner, everyone who desires access to these valuable and necessary compo- 
nents of a real quality of life will be granted these opportunities. It is this change in service 
delivery that will result in healthier and happier lifestyles. 
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Why is a Family Focus 
Imperative to 
Inclusive Recreation? 


As the two preceding articles have illustrated, the field of DP 


recreation has undergone many changes since the early 
days or this century. Among the most significant of these 
changes is the recognition that recreation plays an important part in the lives of all people, 
regardless of whether a person has a disability or not. Consequently, we have gone from a 
time of exclusion and separation to a time when individuals with and without disabilities 
have greater opportunities to participate together in recreation. 

Despite these changes and increases in the number of inclusive programs, recreation par- 
ticipation by people with disabilities continues to be fairly low. Some researchers in thera- 
peutic recreation have come to believe that limited participation, particularly among children 
with disabilities, is a result of the way in which services and programs are provided. Cur- 
rently, most recreation service professionals focus solcly on the child with a disability and the 
child’s needs upon his or her enrollment in a program. While this approach is important for 
those who attend programs, it does little to encourage the involvement of non-participants. 
To reach other children and to improve programs overall, a different strategy is required - 
one that acknowledges the importance of families in the recreation experiences of children 
with disabilities. 

After many years of study, specialists in therapeutic récreation are beginning to recognize 
that getting and keeping children with disabilities involved in com- 
munity recreation is largely dependent on family support.! One way 
of gaining such support is to provide programs that reflect the recre- 
ation interests and needs of families. Put another way, understand- 
ing families and their recreation is the key to building bridges be- 
tween the family recreation experiences of children with disabilities 
and their individual activities in the community. Family recreation, 
which is also referred to as shared recreation, means any activities 
that two or more members of the same household enjoy participat- 
ing in together. Participation in these activities can occur anywhere 
and can take the form of spontaneous play activities and/or more 
formally organized programs. 

To illustrate how crucial this link is, the following sections ad- 
dress current knowledge about the importance of family recreation 
and its potential to influence the participation of children with dis- 
abilities in individual recreation. 
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@ The Importance of Family Recreation for the Entire Family 


Based on numerous studies of families that do not include children with disabilities, we 
know that family recreation is a valued and important highlight in many families’ lives. Ac- 
cording to these families, simply spending time together engaged in enjoyable activities helps 
to strengthen relationships and generally makes for healthier and happier families. 

Although it seems logical that the same claims could be made about the importance of 
recreation in families that include children with disabilities, so far only one study has looked 
at this issue.? In this work, parents from sixty-five families shared their views on family recre- 
ation and its impact on their lives and the lives of their children with and without disabili- 
ties. From these parents’ perspectives, taking part in activities as a family was thought to be 
very important. They expressed this outlook in many ways, but most commonly noted that 
shared recreation was a way of “re-establishing a sense of what is important in life.” As one 
parent reported: 

Life as a family can be stressful... with kids going out to school, both parents working, try- 

ing to make ends meet... You get the picture - things can seem like drudgery after a while. 

So for both of us sharing fun activities with the kids and one another is probably the most 

important thing we can do as a family to balance things out. 

So much of life is about getting along surviving from one check to the next. To me, 

family recreation is about remembering what's important in life. It’s about the best way I 

know of honoring one another as people and as members of your family.” 


Adding to this view, some parents talked about shared recreation as an “integrated experi- 
ence” that was valuable and important for immediate and extended family members: 


Everybody in our family lives within five or so miles of here... so almost everything we do 
includes one or more of them. Andrea does everything we do and I think it’s been really 
positive — she gets to be around people, kids, and adults that aren't handicapped... prob- 
ably more important though is they get to be around someone who is. 


When Nicholas was first born my parents and sisters and stuff were pretty freaked out... 

but going to the cabin, Sunday dinners, and just hanging out together has really helped 

them get a better outlook on children — I guess you could say “people” in general — with 

disabilities. 

I always laugh when they talk about “adaptive rec and the like, being sort of a new idea 

or at least something that you people (recreation service providers] are into these days... 

we've been adapting and integrating within our own family for years now...2 

Building on comments about the importance of family recreation, parents also spoke at 
great length about the benefits of taking part in activities as a family. Most of the time these 
conversations centered on how shared recreation “made families closer,” “gave them some- 
thing fun to do,” and “improved quality and satisfaction with family life.” Three different 
parents expanded on the meaning behind each of these family outcomes: 

Making and keeping love and compassion between all of us is a priority in this family. 

The time we spend together, the activities we do... even if it’s just a walk in the park... 

help us do that. It just helps us bond as a family. 

Family recreation gives everyone a chance to do something extra - something fun. It’s a 

time to let go of case notes, assessments, advocacy... it's a time to be a family. 
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Mainly family recreation helps make us be more satisfied with our family life in general. I 

guess you could say that it makes the quality of all of our lives better. 

While the importance of family recreation in families that include children with disabili- 
ties has not received much attention, what ij known suggests that recreation in these families 
is as important as it is in families that do not include children with disabilities. That is to say 
that parents of children with disabilities also view shared recreation as a valuable way of 
spending quality time together, strengthening relationships, and bettering their overall qual- 
ity of family life. 


Importance of Family Recreation for Children with 
Disabilities 


While family recreation offers important and positive outcomes for the whole family, it is 
said to be especially important for children. After all, it is within the family that most chil- - 
dren are first exposed to recreation and begin to learn the skills (social, physical, and recre- 
ation) that encourage long-term interests in recreation participation. Based on information 
provided by parents involved in the study noted above, we know that family recreation holds 
similar benefits for children with disabilities. What differed, however, was the intense em- 
phasis placed on how these experiences contributed to helping children connect with other 
family members, develop skills, and set foundations for the future. 


I give my child my undivided attention when we do activities together — where else is he 
going to get thas? Also, I do things with him in the hope that they'll carry over to other 
things he does later on in life. 


I try to help our daughter, when we've playing, on the skills she needs so that she might do 
better later on. The other thing, though, is she’s never going to get the kind of connection 

with other people that she gets with our family. That might be the most important benefit 
Fall- belonging. 


Our son is behind in most skills, so one of the benefits to doing things as a family is he gets 
a chance to work on these things in a fun way and have unconditional acceptance and 
support along the way. I'm not sure there are many other situations in his life where that is 
possible... but maybe if he learns how to do some of these things now at home he'll 
have a better chance of making friends to do things on his own with.2 


The words of these parents express their strong beliefs in the importance of family recre- 
ation and the hope that skills learned through family recreation will be useful later on - per- 
haps in individual activities in the community. 

During more in-depth discussions, it became clear that the importance of family recre- 
ation shifted as children grew older and as a disability was present or absent. Parents of chil- 
dren with and without a disability under age ten generally viewed activities with the family as 
extremely important. By the time children without disabilities had reached age twelve or so, 
individual options became somewhat more important than family recreation. Meanwhile, 
participating in family activities continued to be the most important recreation outlet for 
children with disabilities. When parents explained their views on this, their agreement va 
unanimous. As one parent noted: 

Let's face it... as much as they say things are changing and as much as I hope they are, 

family recreation is really the only option for our two with disabilities. Well, at least the 
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option that we can really be sure about. As for the other ones — it's just natural at their age 
to want to do their own thing. Recreation-wise it's just so much easier for them... they can 
go off to the park or some kind of program and we don t have to worry all the time about 
them being okay.” 


In short, parents attributed the ongoing importance of family recreation to a lack of indi- 
vidual recreation options, as well as concerns that those options that were available would 
not provide positive experiences for their children. These views were not necessarily based on 
negative past experiences, but were picked up in discussions with other families and, more 
often, from impressions left by recreation service providers themselves. 


Parents Views on Community Recreation Service Systems 


In talking about the things that made it difficult for families to take part in recreation to- 
gether, parents almost invariably expressed concern about the messages - the information — 
they received from recreation service agencies. Most of the time these conversations revolved 
around frustrations about marketing and promotional materials that did not provide enough 
information, or the kind of information needed to decide whether existing programs were 
appropriate and of interest. Parents often tied this frustration to their difficulties in finding 
individual recreation programs for their children, but also related them to identifying activity 
options for their families. In explaining their frustrations, two parents captured those of 
many others: 


J eliminate a lot of things because of the messages I pick up from the information recre- 
ation places give. If they told me about stuff like - is the place accessible, do they have the 
equipment we need to take part, do they have co-ed bathrooms, a place to change diapers, 
who to call if I have questions... then Id have something to go on. There just has to be a 
better way of communicating with people welcoming and encouraging tax-paying poten- 
tial customers. Why do I always have to do all the calling and digging? 


I'm always looking through the information that comes from parks, the Y - we have a 
family membership at the V. They all seem to have that generic statement, something 
about no one being excluded... yet I never find anything in it that makes me feel like they 
really want me to call or to come. So even though we belong - we pay our dues — it’s just 
not all that inviting... so we don't go and do as much as we would like as a family and we 
sure don't send our son off to do things on his own2 


Concerns with the quality of information about recreation services highlights two impor- 
tant points. First, service providers have the potential to positively and/or negatively influ- 
ence family recreation and the participation of children with disabilities in individual activi- 
ties in the community. Second, parents not only provide children with their first exposure to 
recreation, but they serve as “gatekeepers” to their activities outside the family. 


E Summary of the Importance of a Famihy- Focus 


in Inclusive Recreation 
Like other families, those that include children with disabilities view family recreation as a 
valuable and important part of life. Recreation strengthens family relationships and provides 
children, particularly those with disabilities, chances to learn lifelong recreation skills in sup- 
portive environments. Moreover, because of experiences in family recreation, parents are 


quite knowledgeable about what it takes to successfully include their children with disabili- 
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1 
ties in recreation. This knowledge, combined with their perceptions about the lack of quality 
in community programs, has made parents cautious gatekeepers when it comes to activities 
outside the family — especially for their children. To change this situation, strong bridges 
need to be built between families and providers of recreation services. This can be done by 
making certain that families and their recreation interests and needs receive uppermost atten- 
tion, which, in turn, will put recreation professionals in a better position to communicate 
and demonstrate an interest and willingness to work with families; to support and promote 
family recreation by providing programs that expand on what is already taking place at home 
and/or help families recognize the importance of their recreation as a family unit; to under- 
stand and develop individual recreation programs for children with disabilities that build on 
family recreation experiences; and to help parents help their children with disabilities balance 
participation in family recreation with involvement in individual activities with their peers in 
the community. 
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Working Together for 
Programs of Quality 


Our experience indicates that the need for recreation, en- 
richment, community skill development, and socializa- 
tion will be felt acutely by most families in which a child 
with a disability resides. Unfortunately, accessing pro- 
grams with these qualities may seem to be a mystery to them. Some families may not know 
how to find, much less approach, recreation professionals for assistance. Moreover, they may 
feel that adaptive services will require large fees or elaborate arrangements. And, they may 
even feel awkward about asking for services they feel might be seen as unusual. 

It is important for families to realize that not only is there a strong movement afoot to in- 
tegrate recreation programs and facilities for persons with and without disabilities, but also 
that this movement is spurred by laws to assure this effect. Laws such as the Rehabilitative 
Amendments of 1992, Individuals with Disabilities Act (IDEA) of 1990, and the recent 
Americans with Disabilities Act (ADA) are aimed at including people with disabilities into 
recreation programs exemplifying a least restrictive environment and typical participation. 

Why is it then that recreation professionals, armed with both the mandate of law and the 
badge of their own conviction to provide recreation for all citizens, sometimes appear to back 
away from inclusionary methods and opportunities? Despite the mandate, training, facility 
modification, and positive intent, studies have shown that state of the art practices, recog- 
nized as effective by professionals, are not always implemented.? This is troubling consider- 
ing that the results of several studies of integration show that cooperative efforts involving 
parents, professionals, and other constituents in program planning, implementation, and 
evaluation support efforts to conduct inclusionary programming. Hence, guardians, friends, 
advocates, and parents of children and youth with dis- 
abilities not only have the support of law in expecting 
that the children be included into recreation programs, 
but their direct involvement at many levels can serve as 
an essential catalyst.> 

The most helpful piece of information for support- 
ers of persons with disabilities - from advocates to par- 
ents — is that it is their right to receive community recre- 
ation services in the least restrictive environment pos- 
sible. Thus the expectation that recreation professionals 
should be partners with parents in accomplishing inclu- 
sive services is both powerful and.correct. Benefits of the 
synergy that consumers and service providers can gener- 
ate together is mirrored in the interactions of partici- 
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pants in the inclusion process itself. Evidence shows that as participants with and without 
disabilities become acquainted in an inclusive recreation program, the experience elicits many 
positive responses from participants without disabilities. In developing a greater sense of eq- 
uity, nondisabled individuals often become active advocates for their peers with disabilities 
and help identify solutions to inclusion obstacles.‘ 

The action which parents take to collaborate with professionals - “greasing the wheel” to 
bring about inclusionary services - is not only supported by the mandate of law, but is a 
powerful advocacy effort, bringing together parent-professional commitment, energy, and ex- 
pertise. Through the power of love and caring, programmatic success is created through the 
partnership which benefits both individuals with and without disabilities. 


@ Ascertaining the Quality of Inclusive Programming 

When examining programs to determine the degree of quality and commitment to inclusion, 
at least three ways of making inquiries will prove helpful to parents. First, they should deter- 
mine how committed the program administration is to inclusion and what integration pro- 
cesses are being addressed by them. Second, parents can tour the facility and discuss, with 
both administrators and practitioners, the techniques and methods that are being used to 
support inclusion. Third, inquiries can be combined with observations of the program activi- 
ties themselves to see if the program addresses individual needs. 

Within each of these categories there are a number of specific indicators of quality that 
have evolved over time and are based on a variety of sources and practices. These indicators 
bear out an agency's commitment to providing inclusive services. Questions about the pres- 
ence or absence of these indicators will lead to an awareness of whether the fundamentals for 
inclusive programming are in place. Both parents and professionals may ask the foilowing 
questions of each other with the intention of creating excellence in inclusive recreation pro- 
graming for all children: 

Quality Indicator 1: Administrative Policy and Practice 

s an inclusionary philosophy reflected in the mission statement and agency profile in the 
community via brochures, public relations pieces, marketing efforts, etc.? 

Are published policies and procedures in compliance with current laws pertaining to serv- 
ing persons with disabilities in settings that are as inclusive as possible? 

* Is documentation of inclusive services available? Is it clear, policy-compliant, appropri- 
ately confidential, and up-to-date? 

Are budget commitments sufficient to support substantial inclusionary efforts? 

Are the opinions of parents, advocacy groups, consumer review boards, decision makers, 
and other integration-oriented persons solicited by the agency? 

Are staff hired with a background reflecting education and experience in inclusion? 
Are staff given supervision, opportunities for continuing education, and feedback regard- 
ing inclusive techniques and practices as part of regular evaluation and support efforts? 

Quality Indicator 2: Logistical and Environmental Considerations 
Does programming take place with peers who have a wide variety of abilities, including 
peers who do not have a disability, with as much community orientation as possible? 
Do modifications for physical accessibility allow for flexibility, with any necessary adapta- 
tions for individuals with hearing, vision, and other impairments? 
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Are inclusionary costs reasonable and sponsorships available? 

Does scheduling reveal times and places which promote accessibility for persons with dis- 
abilities, including access to public transportation? 

Are participants enrolled in programs that are chronologically age-appropriate, reflecting 
participation in the type of activities typical of the referent age group without disabilities? 

Are avenues provided to keep key players in continued communication with each other? 

Quality Indicator 3: Techniques and Methods 

Do inclusive Program offerings reflect effective inclusive strategies and techniques such as 
partial participation, companionship training, task adaptation, cooperative learning, 
teaching of new social and recreation skills with appropriate behavioral techniques (e.g. 
task analysis, prompting, sequencing, correction, reinforcement, shaping, and fading)? 

Are there ongoing modifications of activities and materials, and appropriate reductions in 
adaptive devices and techniques? 

Does assessment of skill, experience, and preferences of participants with disabilities oc- 
cur as part of the program plan and accommodation assessment? 


ls there an ongoing evaluation of the program for assessing environmental and task qual- 
ity as well as individual leisure needs and preferences, skills, and enjoyment? 

Are there staff who are well trained in how to conduct the program and who are given 
adequate preparation, administrative support, and sufficient staff assistance? 

© Is there a welcoming orientation for participants and families as they are introduced to 
inclusive programs and adaptive strategies, and an invitation to participate in activity 
evaluation, assessment, and participation in the activity itself? 


Quality Indicator 4: Individualized Programming 

Are the activities based on the needs and preferences of participants? 

Are adaptations geared to the individual, as typical and standardized as possible, designed 
to increase independence within the activity, oriented toward enhancing mastery of recre- 
ation and social skills, and planned to fade out when possible? 

Do activities develop skills, leisure knowledge, attitudes, and resource awareness that are 
transferable to community opportunities, settings, and time constraints of the individual? 

Are allowances made for personal challenge and dignity of risk? 

Do activities afford a spectrum of recreation choice, ranging from spectator participation 
to interactive types of activities? 


These “indicators of quality,” framed as questions, can be asked not only by parents but 
by recreation professionals as well, in examining and planning programs aimed at inclusion 
on a prospective as well as introspective basis. This focus points to the partnership power of 
collaborative program efforts, empowering all parties to benefit from the success of seeking 
mutually beneficial goals in creating effective inclusionary programming. 

Finally, parents should not be shy about getting involved, realizing that the pressure gen- 
erated by informed positions as parents or advocates not only gives the system a “push” in an 
essential way, but supports officials of the system in fulfilling their mission as service provid- 
ers to the entire community. 
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Focusing on Families 


as the Point of Service 


Families can have an enormous influence over the play and 
social relationships their children build through recreational 


activities. Likewise, community recreation program- 

ming can play a key role, not only in supporting individual family members with disabilities 
in recreation settings, but in offering and supporting all-family recreation experiences. Be- 
cause of the powerful influences parents and recreation service providers have on children’s 
play and socialization, clear partnerships need to be established between recreation service 
providers and parents or other family members. 

This article describes the key roles parents can play in influencing their children’s recre- 
ation experiences and relationships, discusses how family recreation can enhance families and 
communities, and provides guiding principles to promote inclusion, family recreation, and 
collaboration between families and recreation service providers. 


Family Influences in Supporting Children’s Recreation 


Parents and families affect their children’s recreational values and behaviors in many direct 
and indirect ways.' For example, parents may offer their children recreation-related advice or 
endorse particular social and recreational values. Parents also serve as role models for their 
children through their own participation (or lack of it) in recreational activities and social re- 
lationships. Parents can model actual skills that are necessary to participate in recreational ac- 
tivities; they can also model relational behaviors such as how to communicate effectively, re- 
solve differences, show care for others, and extend oneself. Furthermore, parents indicate the 
relative importance of such activities through how 
much time, effort, and enthusiasm they devote to 
friends and recreation. 

For families that include children with disabilities, 
parents are often the key players in locating community 
recreational opportunities for their children in their 
neighborhoods, Many recreation professionals have ac- 
knowledged that parents often shoulder the primary re- 
sponsibility for providing recreation activities for their 
children.? A common image projected in these studies 
is one of parents who must “knock on doors” to per- 
suade community recreation agencies to serve their 
children with disabilities. When parents lack faith that 


their children’s needs will be met at a community recre- 
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ation agency, they often resort to nurturing informal connections in their neighborhood or 
focusing only on meeting the child’s leisure needs at home. 

With the relatively recent movement toward inclusive recreation services and the advent 
of the Americans with Disabilities Act, however, recreation providers have begun to reach 
out to parents in a collaborative effort to provide services to children with disabilities. Par- 
ents — as the people who know their children best - have begun to be involved in the process 
of inclusion by providing assessment information related to children’s needs, abilities, recre- 
ation preferences, wishes, and goals. Parents also provide important input regarding how the 
child’s recreation participation fits within the family dynamics, values, goals, and schedules. 
Additionally, parents are involved in providing professionals with valuable feedback during 
their children’s participation in programs and/or upon completion of the programs. This 
feedback is typically accomplished through informal communications throughout a child’s 
participation in a program and through surveys or satisfaction questionnaires upon comple- 
tion of the program.? Through these efforts collaboration and communication between fami- 
lies and professionals have begun to be strengthened. 


@ Family-Centered Recreation 


At one time or another, most families that include children with disabilities have had some 
contact or experience with providers of community recreation services. These organizations 
and service providers can influence families and their recreation in many positive (or nega- 
tive) ways. One of the most obvious ways that service providers can have a positive influence 
on all family recreation is by offering more family-centered program opportunities. Recre- 
ation programming for families can support and promote what families are already doing by 
focusing on activities that take into account family members’ interests and needs, as well as 
accommodating wide ranges in ages and abilities so the whole family can participate to- 
gether. Family-centered activities can also provide opportunities for interacting with other 
families and introduce simple low-cost activities that families can try at home. 

In addition to increasing the number of family-centered programs, service providers need 
to ensure that existing programs are open and willing to welcome all potential participants. 
In a study of family perspectives on family recreation, parents of children with disabilities of- 
ten noted that service providers seemed preoccupied with making sure that programs “ap- 
peared to be open to everyone at the expense of neglecting other important issues such as 
accessibility, staff training, offering adequate supports, or offering programs that were family- 
focused. Families have stated that these issues would need to be addressed before they would 
feel comfortable involving their families and children with disabilities in community recre- 
ation settings. As a step toward changing this situation, families expected recreation service 
providers to take the lead by communicating and/or demonstrating that they were prepared 
to accommodate and welcome all potential participants and that services were, or could be, 
made available to help make sure that participation took place and was positive (e.g., certified 
therapeutic recreation specialists were there to help if needed). Additionally, families pro- 
posed that an agency contact person be available to address families’ questions, concerns, and 
complaints. 

Beyond becoming more responsive to the needs of families who express interest in pro- 
grams, the quality of information about recreation services and the way services are marketed 
must also be addressed. When promotional materials and marketing approaches do not pro- 
vide parents with the information they need to make informed decisions about the appropri- 
ateness of programs and services, families - especially those with children who have disabili- 
ties — are led to believe that they are not welcome. In other words, when information and 
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marketing are poor or ineffective, these families often limit or eliminate possible shared recre- 
ation options or individualized community-based activities for their children with disabili- 
ties. Compounding the possible negative affects of this view is the perception that commu- 
nity recreation programs do not always offer supportive, safe, and positive recreation experi- 
ences for children with disabilities. 


@ Family-Centered Principles to Promote Inclusion 
and Family Recreation 


The potentially negative influences that can result from a lack of collaboration between par- 
ents and professionals point to three important principles that are designed to enhance fam- 
ily recreation and the individual activities of children with disabilities: 


Promoting community recreation participation by families and children with disabilities 
requires effective marketing of available program options and communicating the poten- 
tial benefits of these activities to families and their individual members. For example, 
“selling” programs to families could address such issues as why a program or service is 
effective; why families should use certain facilities, services, or programs; and what other 
families have to say about the programs or services that are being offered. 

* Actively involving children with disabilities in community recreation requires a shift 
from simply focusing on the child and the challenges that make his or her participation 
in programs difficult (e.g., physical or cognitive skill deficits) to the things that make par- 
ticipation difficult and/or impossible in the first place. That is, parents are “gatekeepers” 
to their children’s activities in the community and, as such, family needs, interests, and 
concerns must be addressed if participation is to be enhanced. 

Keeping families and children with disabilities in community recreation settings requires 
evidence of program quality, progress, and positive outcomes. In other words, service 
providers need to ask (and listen to) parents’ views on questions concerning whether ser- 
vice providers are delivering what they promised; whether families and/or individuals are 
getting the kinds of benefits they expected - and if not, why?; and whether families are 
happy with the quality of the programs and their experiences? 


When put into practice, these principles acknowledge the important roles that parents 
and families play in promoting inclusion and family recreation, as well as strengthen collabo- 
ration between families and recreation professionals to provide the most responsive services 
possible for families and for family members who have disabilities. 
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Getting Action 
by Taking Action: 
Parent Advocacy 


P Capitalizing on the Civil Rights movement for disad- 
vantaged people, the advocacy of visionary parents has 
succeeded in improving the lives of their children with 
disabilities, creating their own “civil rights” movement. However, to achieve these significant 
improvements, parents have often had to use confrontational approaches, including lawsuits, 
to bring about change. Unfortunately, while sometimes necessary, an adversarial approach 
sets up an antagonistic relationship between parents and professionals. To produce a positive 
collaborative relationship, parents and professionals must begin to look together at organiza- 
tions in their entirety, utilizing a whole systems approach containing four steps: 


1 Identify what has gone wrong or is not being done - that is, why the advocacy is needed. 
This provides the rationale, justification, and opportunity for change. 

2 Identify what part of the organization is responsible: go directly to the individual who has 
the power to make the change. 

3 Call for changes grounded in direction, action, and results - what needs to be done. 

4 Make a clear request, be assertive, and extend a collaborative offer to build relationships 
with the professionals in the agency — show ow to communicate and sustain ongoing 
positive dialogue for satisfactory results. 


This collaborative systems change model! seeks to build trust, 
communication, and supportive relationships between all parties in- 
volved in the inclusion process. Although the use of confrontation 
may be an appropriate final strategy in situations where severe resis- 
tance to positive change exists, a thoughtful and systematic advo- 
cacy strategy that uses clear requests and educational and collabora- 
tive methods is our highly recommended first step. 


Delivery of Inclusive Recreation Programs: 
A Model Identifying Why Advocacy May be Needed 


Figure 1 on the next page represents our view of a seven-phase cycli- 
cal process for the delivery of inclusive recreational programs. 

As the figure shows, inclusive programming begins with annual 
planning and budgeting, followed by marketing the programs to po- 
tential participants. The registration of participants with disabilities 
begins the assessment phase, determining individual needs and pref- 
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erences. Then the process turns to the building of individual supports which includes such 
things as the hiring and training of staff, the modification of teaching techniques and/or 
equipment, and the survey of facility accessibility. As the program begins, careful monitoring 
and communication occurs among all parties (participants, parents and staff) involved. Fi- 
nally, as the program ends, all parties participate in evaluation, and the cycle begins again. 


Ficure 1 
= planning / Budgeting —> Marketing — Registration — Assessment 
r Program ends ————— Program begins > 
Evaluation <— Monitoring/Communication <— Build Supports 


Throughout the process, problems, oversights, and/or barriers can occur. Therefore, par- 
encs can take a crucial advocacy role in any or all of the seven phases. This process can iden- 
tify why a particular advocacy approach is needed. 


Organizational Structure: 

Where and with Whom Advocacy is Done 
Figure 2 below, adapted from Terry's model on Authentic Leadership?, represents a service 
agency in its entirety. It includes levels of staffing, various functions, and desired outcomes. 
Please refer back to this figure periodically to understand the presentation that follows. 


Ficure 2 
Agency Meaning 
— Leaders Values, ethics and principles 
Board members, of agency 
administrators, - Direction 
funders Agency Mission 
Goals and outcomes of 
agency and its programs 
Dept Power 
supervisors 3 over time 
e ee 
e 55 policies * ere > 
teachers, 8 Success 
aides 


“What” is used to do thin, ngs: 
staff, time, money, and in 


Each level of the organization embodies different roles and responsibilities in terms of the 
direction, actions, and success of the organization’s programs. Board members, administra- 
tors, and funders work directly on agency philosophy and mission and set the direction of 
the agency s actions. Managers, department heads, and supervisors work at the decision-mak- 
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ing (power level), and the policy implementation and procedure (structural level). Front-line 
staff use agency structures and resources to carry out the program, achieving success or expe- 
riencing failure. Throughout the inclusion delivery system, professionals representing these 
different levels interact with each other and all play important parts in the success or failure 
of the whole system. 

In the initial phase of budgeting and planning, the higher echelons of leadership (board- 
council members, administrators, and funders) are involved in determining the direction and 
outcomes of the program. After the direction is set, the managers (department heads, program 
directors, and supervisors) use their power to create the structures (registration, assessment, 
support building, monitoring/communication, and evaluation processes) and determine the 
resources (staffing, equipment, and money) to be used. Finally, on-line staff implement the 
policies and procedures and use the resources (information, equipment, and facilities) to de- 
liver the programs to the participants and their parents. 

Knowing these roles and responsibilities and clarifying who has the power to make deci- 
sions, allows the parent advocate to prepare and launch a positive advocacy effort. The key to 
effective advocacy is to: 


Approach the inclusion delivery process at the appropriate organizational level, which is 
above where the problem is occurring; 


© Identify the person to whom the case should be presented; and 
Present the case clearly, directly, and in a positive tone. 


Collaborative Advocacy: How it’s Done 


As said earlier, our goal is not to stimulate adversarial relationships; we wish to focus instead 
on the participation of all levels in the organization to determine the direction, actions, and 
success of inclusive recreation programs. Parents should carefully identify the problem or is- 
sue and request a solution at the lowest appropriate level of the organization first. This is the 
level at which the problem has occurred. If a satisfactory change is not provided, however, 
the parent advocate should approach the people in the organization at the next higher level. It is 
the staff at the level above the problem who have the responsibility and the power to make 
changes, create the change-making processes, and gather the means to make things work. 

One of the most consistently used rationales for denying access to an inclusive program is 
that the on-line staff do not know how to create inclusionary programming and/or do not 
have the resources to make inclusion happen “safely” or “successfully” for everyone. If we re- 
fer back to the organizational structure model for a moment, the on-line staff are not the 
group responsible for creating the inclusion policies and plans, or for obtaining the resources 
to implement the program - the managerial level is! So the first advocacy request for new 
structures and/or resources should go to the program manager, the next level up. 

If the managerial level continues to create barriers, such as insisting that the participant 
with a disability provide his or her own supports (which is contrary to the intent embodied 
within the Americans with Disabilities Act), advocates need to move their efforts to the next 
higher level, che leadership level. Organizations which are resistant to including people with 
disabilities have often not had a clear directive from their top leadership personnel concern- 
ing each agency's inclusion direction, principles, and mission. It is important to remember 
that boards, councils, and funders have the power to set the direction for the whole organiza- 
tion and to encourage the leadership to make a clear mandate for inclusion. 

Parent advocates should clearly and carefully present their issue to the appropriate staff 
person at each level and ask if he or she has the power to resolve the issue. If that person does 
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not, then the parent advocate should ask who does and move the advocacy effort to that next 
level, being mindful, however, that the initiating parents and participants will have to come 
back and work with that management and on-line staff member when final decisions are 
made. Hence parents should try to control their anger, and to not let a powerless on-line staff 
person “have it.” He or she is only following the organization’s chain of command, using re- 
sources that have been given. Instead, parents should inform the on-line staff person that 

they want to work with him or her to obtain the structures and resources needed to do a suc- 
cessful job of delivering recreation programs to everyone. Then they need to proceed to the 
appropriate organizational level to make their request. 


The Organizational Response 


The organization can respond in at least three ways: by initiating A) new or improved poli- 
cies, B) projects, and/or c) development programs. Policies are guides through which organi- 
zational members are directed toward objectives. Projects are single operating structures, 
flexible in nature, that are highly adaptable but temporary, existing only for the life of the ac- 
tivity. Development programs are long-term in nature, potentially broad in activities, encom- 
passing many projects and policies that are formulated in order to provide services which ac- 
complish human service objectives.> Each of these responses takes varying amounts of time 
and resources to initiate and sustain. Hence advocates should recognize that it may take some 
time to get a new process rolling and allow the organization to work through its own chan- 
nels and processes. However, a parent advocate can, and should, ask the manager or leader 
how long the response will take and if he or she can participate in the process by tracking the 
changes and reporting back to the manager as a customer of the service. 

In closing, we suggest that people with disabilities and their supporters recognize that in- 
clusion issues (issues of access and quality of service) are political issues, issues of deciding 
who receives what goods and services, and issues of the level of service quality that are offered 
by governments and organizations. Therefore, methods that have often been developed over 
the years to influence political decision-making are also appropriate for promoting inclusion. 
These include forming coalitions with like-minded people and organizations to present an 
organized constituent power-base; using the media; establishing appropriate and effective 
communication and relationships with the leaders of community, organization, and govern- 
mental entities; and lobbying and making legislative presentations. (See the Foreword for 
more detailed information on parents-as-advocates strategies.) 

By adding these methods to the collaborative inclusion advocacy model presented, par- 
ents can become effective change agents for the inclusion of children and adults with disabili- 
ties in recreation programs. It really does take all parties working together to create fully in- 
clusive, sustainable programs. 


35 


part Two: Enhancing Family & Community Development 23 


Building Relationships 
and Friendships 
through Recreation 


n= Whether our relationships include school or work friend - 


ships, acquaintances, or lifelong social alliances, each per- 

sonal connection adds a special dimension to our lives. 
To enhance the family and - in the broader context of family - the community, inclusive 
recreation can play a vital role in encouraging and supporting interpersonal connections for 
children and youth with disabilities. In fact, recreation settings have been identified as ideal 
environments in which to promote socialization and relationships among youngsters with di- 
verse abilities. When participating in recreation activities, differences in abilities are often 
minimized in favor of enjoyment, play, and camaraderie. Recreation activities also provide 
multiple opportunities for children with and without disabilities to meet, get to know each 
other, learn to get along, enjoy each other's company, and share mutual interests. 

This article emphasizes the value of interpersonal relationships throughout the lifespan 
and, in particular, the necessity of building relationships for children and youth with disabili- 
ties in order to realize this value. Additionally, it identifies barriers to forming relationships 
and discusses ways in which recreation activities can be utilized to remove these barriers 
through facilitating interaction and supporting relationships between youngsters with and 
without disabilities. 


@ The Importance of Interrelationships throughout the Lifespan 


No matter what one’s age may be, positive relationships and friendships play a significant 
role in one’s quality of life. In childhood, peer relationships allow children to share affection, 
support, companionship, and assistance. Children learn 
vital life skills from each other that cannot be learned 
from adults. Through peer contact, children learn subtle 
social interactions such as how to communicate effec- 
tively, engage others in activities, be tactful, and deal 
with conflict. They learn to negotiate giving to others 
and receiving back from them. Eventually, peer interac- 
tion helps children separate from parents and develop 
independence. Relationships allow children to compare 
themselves meaningfully to others which, in turn, con- 
tributes to their sense of self, their identities, and their 
awareness of social realities. Childhood friendships also 
act as a buffer for conflict that might occur within the 
family, relieving feelings of isolation that may result. 


36 


24 POWERFUL PARTNERSHIPS 


Through interpersonal relationships, children learn to assert themselves and to develop social 
skills that contribute to successful personal and work relationships later in life. The develop- 
ment of relationships in childhood has been deemed so essential to the maturation, health, 
and happiness of children that it has been called “one of the most important accomplish- 
ments of early childhood.“ 

During adolescence, same-sex relationships are particularly crucial as issues of indepen- 
dence and the formation of identity are explored. Teens tend to choose friends who are the 
same gender and are similar in age, background, and interests. Through their relationships, 
adolescents typically learn to express their feelings through intense closeness and emotional 
sharing. During the teen years, the value of adjusting one’s behavior to meet the mutual 
needs of the relationship is also usually learned. 

The interpersonal skills learned in childhood and adolescence culminate in the expression 
of adult relationships. Adult relationships and friendships may take many forms. Relation- 
ships may be with acquaintances, people who we know by name or face due to the accidental 
ties of place or time. Our ties might be to neighbors, people who live nearby and with whom 
mutual help and protection are exchanged. We may come to know people we might call con- 
federates, those with whom an enterprise or act is shared. We may share our free time with 
pats, people whose interaction revolves primarily around a mutual activity rather than con- 
vertation. Our connections might be with close kin, those who are related to us through fam- 
ily or extended family ties. Relationships may be with co-workers, people with whom we work 
and who may also become our friends. Finally, interactions might develop with close friends, 
people who become our intimates, our soul mates. Adult relationships anchor us in many 
life-affirming ways by giving us opportunities to talk about ourselves, to receive physical as- 
sistance, to gain emotional support and assurance of our personal worth, to help others, and 
to give us a sense of belonging.’ In adult personal relationships, as well as childhood and 
adolescent relationships, there are definitive elements such as reciprocity, mutuality, self-dis- 
closure, shared leisure experience, and an expectation that the relationship will endure. 


@ The Importance of Relationship for Children and Youth 

with Disabilities 
In recent years, evidence has been accumulating that demonstrates how a lack of relationship 
can jeopardize our mental, emotional, and physical well-being. Many believe that loneliness 
poses as serious a threat to emotional and physical health as does disease. For example, a loss 
of friends can result in depression, which can in turn weaken the will to live. Disturbance in 
relationship, it has heen noted, is often the first link in a chain of events that leads to reduced 
self-esteem, emotional maladjustment, diminished physical health, an inability to resist dis- 
ease, and even fatal illness.) 

The importance of relationship for people with disabilities has also received some - 
though not enough - attention. People with disabilities have traditionally been stigmatized as 
undervalued members of society, and consequently have often been separated physically from 
other members of society. The deeper the rejection experienced and the wider the physical 
separation, the more discontinuity a person feels in social relationships and physical sur- 
roundings.? People with disabilities tend to have far fewer relationships than people who do 
not have disabilities. When relationships do exist, they tend to be with family members, 
other people with disabilities, or people who provide them with a service (such as a teacher, 
physical therapist or other health professional, therapeutic recreation specialist, or social 
worker) - not with peers without disabilities.!° The anthropologist Robert Edgerton re- 
ported that adults with mental retardation who had been released from institutions but ex- 


37 


part Two: Enhancing Family & Community Development 25 


pected to live independently had to have a person nearby who was described as a “benefac- 
tor” in order to handle the ordinary problems of life. Without a benefactor, recidivism be- 
came a strong likelihood. ii 

Parents of youngsters with disabilities have expressed much concern about and support 
for their children developing relationships with peers without disabilities. In a study that 
tracked the formation of relationships and friendships of elementary-age children with dis- 
abilities over a two-year period, parents were interviewed about why they believed these rela- 
tionships were so vital. Parents thought peer relationships were important for teaching their 
children appropriate play and social skills such as listening to others, waiting in line, taking 
turns, and paying attention to what was happening around them. They thought participation 
in recreation activities could help their children learn the give-and-take of social interactions. 
By participating in the same games and activities as peers without disabilities, their children 
could not only learn these activities but experienc : what it would feel like to belong to a 
group. Parents also felt relationships were importa. i for their children to have for the same 
reasons that parents of children without disabilities do. As one parent put it, “They need 
someone they can be themselves with, hang out with, share their secrets with - someone to 
ask how things are going, and encourage and challenge the7:.”!2 

When parents were asked about their hopes and dreams for their children with disabili- 
ties, they expressed a hope that peer relationships would reduce their children’s tendencies to 
become over-dependent on adults. They hoped that, as they made friends with other chil- 
dren, they could look to them - rather than to adults - to meet their social and physical 
needs. Parents also hoped that their children would develop one or two close friendships and, 
in having experienced friendship, would retain the skills and confidence to make friends 
throughout life. (See Family Focus Groups in the Dowling School Friendship Program, page 35, 
for a full description of this study.) 


@ Barriers to Relationship 


Inclusive recreation implies not only physical placement in regular community recreation but 
social belonging as well. Many real barriers to both the physical and social inclusion of people 
with disabilities have been identified, however. For example, barriers exist when community 
recreation agencies have difficulty identifying participant needs and preferences, have staff 
that are not trained to meet the needs of people with disabilities, have negative attitudes 
about people with disabilities, offer segregated rather than inclusive program offerings, or are 
not architecturally or programmatically accessible. s For children in particular, barriers to re- 
lationship result when families’ busy schedules prevent parents from arranging times to get 
together with other families to encourage their children’s friendships.'? For young adults, the 
most commonly reported obstacle to social and recreation inclusion is the lack of a compan- 
ion, friend, or advocate to accompany the person with a disability to a community activity. 
Despite these obstacles, recreation professionals have been working to redesign recreation ac- 
tivities and environments that do promote interpersonal interaction and relationship between 
people with and without disabilities. 


Using Recreation Activities to Build Relationship 


Friendship has been defined as “a heart-flooding feeling that can happen to any two people 
who are caught up in the act of being themselves, together, and who like what they see.”6 In 
order for two people - such as a youngster with a disability and a youngster without a dis- 
ability - to have such an experience, however, they must have opportunities to meet each 
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other, interact positively, and learn about each other. As stated earlier, inclusive recreation 
activities provide just such an optimal setting for these exchanges to take place. Even so, rec- 
reation activities in and of themselves, do not create relationship. Specific, conscious efforts 
must be made to create recreation environments and teach the skills to utilize these environ- 
ments through which relationship can blossom and develop. i? Here are some of the strategies 
that recreation professionals and others have used to create the environments and develop the 
skills that nurture inclusive relationships: 


* Educate peers without disabilities about people with disabilities: Education can break 
down stereotypes, answer children’s questions about disabilities and people who have 
them, and reinforce positive images of people with disabilities. 

© Use cooperative learning arrangements: Activities that are structured to promote team- 

work, cooperation, mutuality, and working toward a common goal recognize each 

participants contribution to the joint effort (see Paving the Road to Inclusion with Coop- 

eration on page 27). 

Teach group leaders to structure activities and interactions to promote inclusion: A 

group leader can be a vital catalyst for inclusion by setting a tone of acceptance, modeling 

positive interactions toward participants with disabilities, setting up play situations in 
which children can readily interact, and keeping activities child · centered. i216 

Adapt activities to maximize independent functioning: Modifying rules, procedures, or 

play materials can enable children with disabilities to participate fully in activities. 

Provide social skills instruction for children with disabilities: I hrough role playing and 

problem-solving, social skills instruction can teach children such skills as how to initiate 

and maintain conversations, establish compatibility, offer support and appropriate com- 
ments, and resolve conflicts. 

Plan collaboratively to support children’s relationships: Through such processes as 

Circle of Friends, 7 Personal Futures Planning, is the McGill Action Planning System 

(MAPS),'9 Planning Alternative Tomorrows with Hope (PATH),° or focus groups,'? 

important people in a child’s life can work together to build a vision that supports the 

nurturance of relationships. 


Through these means, and by giving children with mixed abilities opportunities to inter- 
act together in supported play situations, recreation activities can contribute immeasurably to 
building relationship and friendship. 
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Paving the Road to 
Inclusion with 
Cooperation 


een Rugged individualism, as personified in Hollywood por- 
trayals of the Western cowboy, served a strong need of 
our society in the 1800s. For the pioneers of that period, 
to stake out a piece of land, build a sod hut on it, and hold out against prairie fire, the threat 
of starvation, and crushing loneliness did, indeed, require rugged individualism. But pioneer- 
ing life often also required some cooperative efforts - barn raisings, for example - which are 
glossed over in popularized Western movies. 

Hollywood's fascination with rugged individualism in the pioneering period was replaced 
with the glamorization of competition in films about the Industrial Revolution, personified 
in movie portrayals of the steel mill moguls’ power-grabbing tactics. Retaining some ele- 
ments of the cowboy’s rugged individualism, the emphasis shifted strongly toward “punching 
out” other moguls rather than “cow punching.” 

In their proper place, both individualism and competition are valuable traits. They have 
had, and continue to have, importance in our form of democracy which is egalitarian and en- 
trepreneurial at the same time. They have been particularly useful at times of societal threat 
such as occurred during World War II. But, as professors Roger Johnson and David Johnson 
of the University of Minnesota point out, i individualism and competition (especially compe- 
tition) have been over-popularized, not only in society at large, but in schools and other 
youth-serving agencies where they can act to the detriment of pro- 
moting important societal as well as schooling values. To illustrate 
this threat, and to show how to avoid it, let us look at an example of 
a recreation activity - canoeing - that has been structured for com- 
petition, individualism, and cooperation.: 


Alternative Recreation Structures 


Competitive structuring in its traditional application leads to one per- 
son in a group winning while all the other members lose. If it is used 
in a group where one or more of the members have task-related dis- 
abilities, it will be highly likely that the participants with those dis- 
abilities will “come in last.” An example of competitive structuring 
from the world of camping would be to have five children, some of 
whom have movement disabilities, line up at the edge of a lake for a 
canoe race. Each has a canoe and a paddle. The camp director tells 
them that the person who reaches the other side of the lake first will 
win a miniature canoe paddle. It doesn’t take much imagination to 
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realize that the children who have poor coordination and low muscle tone, as is not uncom- 
mon among persons with disabilities, have little chance of winning. Informed program lead- 
ers would not use a competitive goal structure in real life in this manner of course, but would 
rely on one or both of the following structures instead. 

In an individualistically structured situation, each member of a group works to improve 
his or her previous performance. Using the canoe example, the adult leader lines up members 
of the group on the shore of the lake and tells them that last week when they paddled across 
the lake each person s crossing time was recorded. Then the leader says that each person will 
win a miniature canoe paddle if he or she improves his or her time, even if the improvement 
is very small. Potentially, every member of the group, including members with disabilities, 
can win a prize for improvement if the targets for improved performance are not set too high 
or are not inappropriately matched with a disability condition. 

Cooperatively structured activities are very helpful in many types of integrated settings, 
particularly if peer socialization is the goal. By its very nature, a cooperative learning struc- 
ture (if handled properly) creates an interdependence rather than independence because the 
group’s attainment of an objective with everyone contributing is the quality that determines 
winning. Using the canoe illustration, the adult leader has five children climb into a large ca- 
noe, gives each a paddle, and tells them that they should each paddle as well as they can and 
that they will all win a prize if they work together to keep the canoe inside zom e floating 
markers (placed in such as way that perfect paddling isn’t required). The adult leader will 
need to paddle alongside to determine that everyone is paddling and is encouraging, reinforc- 
ing, and assisting one another. 

In sum, of the three, the cooperative structure will work better to promote positive social 
interactions between participants with and without disabilities. Why? Because, in a competi- 
tive structure, the child is concentrating on paddling the fastest; he or she doesn't have time 
for socialization. Similarly, in an individualistic structure the child is concentrating on better- 
ing his or her performance, again without incentive for socialization. In the cooperative 
structure, however, each person wants to support every person’s effort in the group to achieve 
a common goal. This promotes positive social interactions such as encouragement, cheering, 
and pats on the back. Cooperative structuring is the best means to achieving successful inclu- 
sion from a socialization standpoint - but what if skill development is also a goal? 


@ The Roles of Participants 


It is important that the adult leader be clear about the desired role of nondisabled peers in in- 
teraction with peers who have disabilities. The leader must determine whether the peers 
without disabilities will be interacting as tutors, companions, or both tutors and companions. 
Each role has a different purpose and fits a slightly different overall goal. All three of the 
roles, however, fit well into a cooperative learning orientation. 

The usual purpose of a peer tutor role is to have a peer without a disability teach a skill to 
a peer with a disability. The relationship of peers in a tutoring program can be thought of as 
“vertical,” that is, the tutor is in charge. An example of a peer tutor program is where a 
twelve-year-old peer without disabilities works one-to-one on teaching canoe paddling skills 
to a six-year-old child with a disability. Later those skills will be useful for the child with a 
disability to have as he or she paddles cooperatively in the five-person canoe. A word of cau- 
tion, however: The child with a disability should not always be involved in recreational ac- 
tivities as the one who receives “help.” It is important for a child with a disability to experi- 
ence a giving as well as a receiving role. Nor should the older nondisabled peer be cast into a 
role where he or she is expected to become parent-like. 
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The primary purpose of a peer companion program is to promote social interactions be- 
tween a child with a disability and a child without a disability. To achieve this purpose, the 
peers should be approximately the same age, although it is okay, and even an advantage, if 
the child without a disability is one or two years older than his or her partner who has a dis- 
ability. It is not usually desirable for the child with a disability to be older than the child 
without a disability; our research shows that this can create a socially awkward situation. The 
relationship between two people in a peer companionship program can be thought of as 
“horizontal,” that is, a relatively equal, turn - taking relationship. A typical application of this 
arrangement is where two peers, one with a disability and one without, make a pizza to- 
gether, taking turns putting on the ingredients, washing the dishes together, etc. 


B® Tips for Successful Peer Companionship 


Since most of the integrated programming we have done has emphasized peer companionship 
(socialization rather than task skill building) the following tips on peer companionship are 
provided for parents who are assuming the role of activity leader: 


Tips for Parents to Use in Maintaining an Activity 
Check that all materials and a good working space are available for members of the group 


to work together. 


Make sure that materials and tools are laid out for safe and easy access. 


Check that the position of each participant with a disability is reasonably close to his or 
her partner. 

Adapt the activity to the ages and ability levels of participants, and particularly for the 
characteristics of participants with disabilities. 


Encourage cooperative interactions when they don’t occur; reinforce cooperative interac- 
tions where they do occur. 


Redirect when a participant is off-task and step in if a situation is deteriorating, 


Say something pleasant to participants as the project ends. 
Behaviors to Encourage in Nondisabled Peer Companions 


Help Your Partner Get Started 
Use an attention-grabber such as, “Chris - See this nut shell? I can make a picture with it 
when I dip it in the paint.” 
Help Your Partner Feel Good about Doing an Activity with You 


¢ Encourage your partner by saying things like, “I bet you can make a red picture with this 
nut shell.” 


¢ Reward success or partial success by saying things like, “Hey, Chris, that was a good try,” 
or “I like your picture.” 
Help Your Partner Do Things as Independently as Possible 
If the steps in a project are obvious and within your partner's capabilities, invite your partner 
to go ahead on his or her own. Then, if assistance is required, do the following: 


® Verbally instruct your partner by saying something like, Chris, dip the shell in the paint 
and press it onto the paper.” 


42 


30 POWERFUL PARTNERSHIPS 


© If verbal instructions haven’t worked, you can verbally instruct and demonstrate the 
steps: “Chris, watch me dip this shell in the paint and press it into the paper. See?” Dem- 
onstrate the steps and reposition the materials and say something like, “Now you try it.” 
If this still hasn’t worked, you may try verbal instructions matched with physical guid- 
ance: “Chris, let's do this printing together.” Gently nudge your partner's arm toward the 
materials. If your partner doesn’t continue on his or her own, then gently take your 
partners hand and do the complete movement. Reposition the materials and have him or 
her try it alone. It’s important to remember when using this type of assistance that some 
people don’t like to be touched: if you experience a negative reaction, then stay with ver- 
bal instruction paired with demonstration. 


Help Your Partner Handle Frustration and Recover from Failure 

¢ Respond to accidents calmly; reposition materials for another try. 

Correct your partner gently if he or she misbehaves toward you by saying “no” calmly 
but firmly. Provide a second chance. If misbehavior continues, ask the adult leader for as- 
sistance. Don’t try to discipline your partner: that's the role of an adult leader or parent. 

Help Your Partner to a Good Activity Ending 
Gay pleasant things about the project and interactions as materials are being put away. 
Share clean-up responsibilities. 


End the interaction by saying or doing something pleasant. 


Conclusion 


Today, collaborative social movements such as Take Back the Night, along with environ- 
mental movements like Greenpeace, are moving - sometimes pushing - society toward a 
more cooperative mentality. As the cooperative spirit grows, people with and without disabili- 
ties should benefit increasingly. In this process, communities, families who reside in them, 
and individuals with disabilities who recreate, work, and live productively in the community 
should all be better off. In the next century, perhaps all of society will come to realize fully 


that the road to inclusion success is “paved with cooperation.” 
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Emphasizing Abilities 
Across the Lifespan — 
Why Bother? — 


Perhaps because the United States is a wealthy nation, we 
have developed a “disposable” mind-set - we waste our 


resources. In our competitive marketplace, we value the 
fastest, brightest, most stylish version of everything. And, when a new model emerges, we 
toss away the older one: it isn’t worth the time nor the money to fix, refill, or restore. Unfor- 
tunately, we often transfer this “disposable” attitude from products to people. 

In humanity's early history, individuals were cast aside who could not contribute to the 
growing or obtaining of items necessary for the society to survive. Later, society felt that it 
needed the best and brightest in control and in power. Rich societies hid its weaker members 
away but provided basic care for them. However, in doing so everyone lost out because those 
who were ignored were unrealized resources for the society. Slowly, growing out of an eco- 
nomic need to contain costs and a social demand for equal rights to be included, marginal- 
ized people are being reassessed for their potential value as contributing members of society. 

This means that for a variety of reasons we need to, or are being forced to, consider hu- 
mans of all abilities as developmental capital (a term proposed by Dr. Evelyn Deno, a former 
faculty member at the University of Minnesota) rather than as “surplus populations.” Con- 
tributing to society is taking on a new meaning, one that is less concerned with the quantity 
of products people can produce and more with the quality of life they can affect. 

At least three developments should be factored into a new equation for American life: mecha- 
nization, communication, and increased life expectancy. First, the move from industrialization to 
mechanization leads to a reduced, more educated work force. As automation revolutionizes 
industry, the skilled, factory-based work force continues to shrink, while service industries 
continue to grow. This calls for either retraining work- 
ers or adding large numbers of people to the surplus list. 

Second, during the latter half of the twentieth cen- 
tury, America has entered a new “communication” era. 
We now see, hear, and have access to more information 
than was ever thought possible. Live media coverage of 
events makes the world seem smaller; we are able to ac- 
tually witness history as it is made. New occupations 
that previously did not exist, and that do not require 
physical strength, allow for a new work force and new 
workers, Nearly half of this work force are women; a 
much smaller percent are people with disabilities. 

A third factor is the increased lifespan for most 
Americans resulting from reduced infant mortality, im- 
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proved nutrition, and advances in health care. People have greater access to nutritious food 
than ever before in our history. The young who are born prematurely or people who would 
previously have died from infection survive. People who benefit from early diagnosis and 
treatment or use biomechanical apparatus live. The society as a whole is living longer, well 
beyond the retirement years as defined by the traditional SSI standard. One can now antici- 
pate living almost twenty years beyond the formal working years. Twenty years to do what? 
Persons of advanced years are likely to answer these questions in very different ways depend- 
ing on their age, interests, health, and wealth. 


persons of Advanced Years 


Americans born in the 1930s, who are now considered “young old” (over 60) are, in most 
cases, significantly different from the next older cohort (ages 70-79). They know the effects 
of war, but few have fought in one. They know of wholesale economic depression, though 
only through the eyes of their parents. Young-older, white, middle class persons are more 
likely to have incorporated leisure activities into their lives than to have deferred them until 
retirement. They may share the view of traditional family life of their parents but while they 
respect authority they also recognize that they have a voice in many decisions affecting them. 
The picture is significantly different for the contemporary middle-older-aged adult (ages 70- 
79), and even more distinct are those who are currently over eighty years of age. 

Chronological age is not the sole determinant of aging. Self-concept and social status are 
two equally important barometers of aging. Ones sense of identity, self-esteem, and body 
image are critical factors in the aging process.' Concomitantly, social status assigned by oth- 
ers reflects how much control or power a person is believed to be able to exert on others. The 
perception of control is related to one’s internal or external locus of control.? Psychologists 
and sociologists report, in their studies of locus of control in older persons, that elderly per- 
sons who are self-determined and involved in living and who feel that they have some power 
and control, derive greater satisfaction from life. Likewise people who feel supported from 
close relationships with family and friends may experience an enhanced internal center of 
control provided chat the support or assistance has some degree of reciprocity. If the older 
person begins to view this assistance as coming from fate, outside change, or from other 
people who are powerful, the locus of control will be external. Extremes of either personality 
characteristic or locus of control are likely to hinder the ability of older persons to cope with 
rapid changes in their lives or in society as a whole. An inability to adjust to these changes 
may present a picture of inflexibility which might quickly lead to erosion of status. 

Misinformation can also lead to loss of status for older persons. There is a misperception 
(by older adults and society as a whole) that all needed services are well covered by Medicare 
or Medicaid for people over sixty-five. Nothing could be further from the truth. These pro- 
grams, in fact, do not cover many of the most frequently required services (e.g., dental care, 
drugs and medicines, eye glasses and hearing aids, custodial care in the home). These very 
items, if covered, would increase the possibility of prolonged independence, active family 
membership, and contribution to society. Perhaps it is this potential for contribution that is 
unclear in the eyes of the younger, nondisabled members of society. They may ask, “What is 
the contribution of older Americans to society?” The answer to this question might be re- 
vealed through their own process of discovering ways to contribute. Maybe their contribu- 
tion to humankind is realized in part in the effort of nondisabled persons to identify the con- 
tributions of all people. Perhaps the answer lies in the fact that elderly people bring a lifetime 
of experience to their community if tapped properly - experience that when paired with 
greater control of discretionary time, can lead to valuable volunteer efforts. 
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Persons with Developmental Disabilities 


The need for regarding persons with developmental disabilities as “developmental capital” is 
an idea created, as far as we can tell, by Dr. Evelyn Deno of the University of Minnesota 
about twenty years ago. The idea behind her premise was that society, because of socio-eco- 
nomic and other factors, would eventually come to need people with developmental disabili- 
ties, particularly to staff a burgeoning number of service-type occupational slots due to a di- 
minishing number of non-disabled people able to fill the slots. Later, society would come to 
value the contributions of people with disabilities as employers began to realize that they 
could become some of their best employees, given proper training and support. The shift 
from an attitude reflective of need or obligation to one of positive valuing, requires that excel- 
lent training be provided since the person with a disability must be able to overcome society's 
low general expectation by showing “conspicuous success, success in this case, in the form 
of employee excellence. 

Gleidman and Roth? describe this transforming process as follows: 


In nearly all instances the cripple [person with a physical disability), the blind man, even 
the adult who admits to a reading disability, must contend with (society's) belief that, 
until proven otherwise, the handicap renders him less capable than an able-bodied person 
of similar age, sex, and social background. Overcoming this presumption of inferiority is 
not impossible, but it may require a very special kind of sociological tour de force. Defined 
by society as a conspicuous failure, one way out is open to all: the possessor of a negative 
handicap can always prove that he is the exception to the general rule if he can achieve 


conspicuous success in some area of life. (p. 28) 


At first glance, society's laying an obligation to show conspicuous success on people with 
disabilities looks patently unfair, and in many ways it is. But it also has positive implications 
for us as parents and recreation providers who are interested in inclusion. First of all, we can 
assist the person who has a disability to select inclusive recreation activities that compliment 
the person's strengths, not weaknesses. Second, activities within the person’s area of relative 
strength can be encouraged that have a lower threshold for success. These will be easier areas 

in which to exhibit success. For instance, if the person has an interest in fishing with 
nondisabled peers, and a good capability in coordinated upper limb movement, then training 
the person to do spin casting for pan fish (easy to do, easy to catch) instead of fly fishing for 
trout (hard to do, hard to catch) should be explored. Third, the inclusive environmental con- 
text itself can be influenced so as to become more tolerant of less-than-perfect performance 
on the part of persons with disabilities. For instance, preparing inclusive groups to collabo- 
rate, and then structuring tasks for cooperative outcomes can produce a socially positive (and 
more tolerant) atmosphere. Similarly, adapting activities to be more accommodative in the 
first place can be helpful, and analyzing the environment to discover “trouble spots” for the 
person with disabilities, and then avoid those spots can mitigate lowered proficiency in a 
norm-referenced cooperative atmosphere. Also, giving nondisabled participants an improved 
perspective on the unique qualities that people with disabilities bring to an inclusive situation 
can be helpful, especially when paired with introspective learning opportunities that allow 
nondisabled participants to see themselves in a more humane, less-than-perfect, manner. All 
of these context-improving techniques are described in this report. 

In a few words, the answer to the question posed in the title - Why bother? - is that the 
person who is elderly or who has a disability is advantaged when society “bothers.” Further- 
more, society is itself improved substantially in the “bothering” process. 
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Inclusive Recreation 


Family Focus Groups 
in the Dowling School 
Friendship Program 


Pde Hse | Friendships have the potential to serve numerous life- 
affirming functions in a child’s life. Through interacting 
with their peers, children experience companionship, 

affection, support, a sense of belonging, and an enhanced self-esteem through feeling valued 

by others. They test out the give-and-take of social interactions, gain an awareness of their 

identities, learn the limits of their independence, and negotiate how to be part of a group. 2 

Friendships and social relationships are essential for all children but, unfortunately, chil- 
dren with disabilities often lack the emotional and physical supports needed to make friends. 

Even though children with disabilities are increasingly included in regular education class- 

rooms, they often work on individualized assignments different from those of most of their 

classmates. After school, they typically take a long bus ride home to neighborhoods that are 
also different from their classmates. Consequently, few opportunities exist for children with 
and without disabilities to play together, get to know each other, and become friends. 


Program Beginnings 
The Dowling School Friendship Program was initiated to try to understand the complexities 
of relationships and friendships between children with and without disabilities. The partici- 
pants in this two-year program included twenty-eight families whose children attended a 
Minneapolis public elementary school called the Dowling Urban Environmental Learning 
Center - the “Dowling School.” Five families included a child with a disability and twenty- 
three families included only children without disabilities. 
Throughout the program, each child with a disabil- 
ity was matched with two to five classmates without dis- 
abilities and invited to participate together in a variety 
of recreational activities. Matches were made based on 
children’s preferences, parents’ recommendations, and 
teachers’ suggestions based on observation of classroom 
dynamics. Recreational activities took place during 
lunchtime at school, after school, on school release days, 
and occasionally on week-nights and weekends. Activi- 
ties were generally held on the school premises and in- 
cluded such offerings as art, Girl Scouts, theater, com- 
puter, basketball, Native American culture, T-shirt 
painting, pottery, nature, kite-making, and plant care. 
When a parent or child took the initiative to make the 


48 


36 POWERFUL PARTNERSHIPS 


necessary arrangements, activities also took place in families’ homes and neighborhoods. 
These informal, less structured activities included cookie baking, birthday parties, playing 
video games, roller-skating, eating pizza, as well as other spontaneous get-togethers. 

Throughout the program, the children and their parents regularly participated i in one-to- 
one interviews about the children’s relationships. Additionally, families met in family focus 
groups, which are described in detail below, to discuss the children’s friendships. 


Family Focus Groups 


A focus group is defined as a guided group discussion that brings people together to freely 
share their perspectives on a given topic without judgment or censorship.‘ Focus groups can 
be a highly effective tool for gathering information, assessing needs, and promoting collabo- 
ration, In focus groups, people who share a common concern — but who typically represent 
diverse viewpoints — come together to express opinions, discuss issues, exchange ideas, and 
generate solutions. 

In the Dowling School Friendship Program, family focus groups met three to four times 
a year to address questions related to the children’s relationships and friendships. These ques- 
tions arose from the particular situation at Dowling School, a situation similar to that experi- 
enced by many other communities across the country: the long-standing history of segrega- 
tion of students with disabilities, the recent physical inclusion of students with disabilities in 
regular education classrooms, the unanticipated lack of social interaction and friendships that 
occurred between students with and withour disabilities, and the lack of opportunities avail- 
able to children without disabilities to learn about children with disabilities. In talking with 
Dowling School parents, children, and school staff, three fundamental questions took shape: 


© What is the nature of relationships and friendships between children with and without 
disabilities? 

© What barriers prevent friendships between children with and without disabilities from 
occurring? 

What strategies can be used to encourage friendships between children with and without 
disabilities across school, home, and neighborhood settings? 


Family Focus Group Participants 

Each family focus group included a child with a disability and his or her family members, 
two to five classmates without disabilities and their family members, school staff, recreation 
staff, and program staff. (Typically, heterogeneous, rather than homogeneous, groups of indi- 
viduals are sought for focus groups in order to gain information from a range of opinions 
and experiences.) Dowling School family focus groups involved families which represented a 
spectrum of family member compositions, ethnic and cultural backgrounds, socioeconomic 
statuses, and children’s grades and ages. To complement this diversity, family focus groups 
had a common unifying interest: friendship development between children with and without 
disabilities. 
Locations 

At the onset of the Dowling School Friendship Program, family focus groups met at the 
school, a common point of reference for all the group members. Later, as group members be- 
came more familiar with each other, suggestions were made to meet at neighborhood recre- 
ation centers and invitations were extended to gather in people’s homes. 

Meeting at community recreation centers proved advantageous for several reasons, Fami- 
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lies who had no previous exposure to these facilities could locate and explore them, learn 
about recreation programs for their children, and examine the facilities for programmatic and 
architectural accessibility. Meeting in families’ homes was also beneficial: the atmosphere was 
informal and warm, promoting greater self-disclosure and ease among group members. 
Families could connect personally and assess whether and how relationships between family 
members might develop. When the focus group was held at the home of a child with a dis- 
ability, a parent of a nondisabled child could observe the child with a disability on his or her 
own “turf,” watch how the child interacted with others and the environment, and learn from 
the example of the child’s parent how to meet the child’s needs. In all cases, wherever family 
focus groups met, the selection of meeting sites was decided collectively by the focus group 
participants themselves. 


Scheduling 


Because families led extremely active lives, meetings were arranged several weeks in ad- 
vance and families’ schedules were coordinated so that as many group members as possible 
could attend. Meetings were held at convenient times (usually in the early evening hours) 
and at nearby locations. Sometimes, families were available only over the dinner hour, so 
they met for potluck suppers. Because focus group members were handpicked and ongoing 
input from all the participants was important, project staff reached out to families in an indi- 
vidual and personal way to encourage their attendance. To set up meetings, phone calls were 
made to determine when and where families would be able to attend meetings. Flyers with 
information about the meeting particulars were developed and mailed to families. Addition- 
ally, follow-up reminder phone calls were made to the families by program staff the day be- 
fore each focus group. 


Format of Meetings 


In talking with the families involved in the Dowling School Friendship Program, it soon 
became apparent that in order for families to work together in focus groups, they first needed 
to get to know each other. If families were to attend meetings, given the diverse activities and 
responsibilities competing for their attention, meetings would need to be interesting, enjoy- 
able, and personally beneficial. Consequently, meetings resembled social gatherings as much 
as possible - that is, friendly, personable, festive, and fun. The task of addressing questions 
related to the children’s friendships was introduced as people were ready to tackle it. Eventu- 
ally, two family focus group objectives evolved: first, for families to become acquainted and, 
second, for group members to work together to discuss questions about friendship. 

The format for meetings reflected the extent to which families knew each other. That is, 
in some groups, only two or three parents knew each other; in other groups, none of the par- 
ents knew each other; and in one group, families lived in the same neighborhood and parents 
had already been initiating informal connections between the children for years. Therefore, if 
families were well-connected, group members were more able to focus on the discussion; if 
families were not well-connected, the tone of the meeting was more social in nature. Given 
the considerations of family connectedness and maintaining a social atmosphere, meetings 
generally followed the format described below: while this format worked well at Dowling 
School, the structure of the focus group would need to be individually tailored to meet the 
needs of the specific community involved: 


¢ Informal Social Time: The first fifteen or twenty minutes of a family focus group was 
spent engaged in informal social interactions. Besides allowing a grace period for late- 
comers, this social time provided an opportunity for group members to meet each other, 
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engage in light conversation, share information, and enjoy refreshments. Name tags were 
provided until group members knew each other by name. 


Welcome and Introductory Remarks: After everyone had arrived and people had oppor- 
tunities to greet each other, the moderator welcomed the group members, introduced 
him- or herself, and invited the group members to introduce themselves. (As people be- 
came acquainted, these self-introductions were no longer necessary.) Next, the meeting 
agenda was reviewed. For the program at Dowling School, the moderator was typically a 
project staff member from the University of Minnesota. This role could just as easily be 
filled by a parent, teacher, recreation program leader, school social worker, inclusion fa- 
cilitator, or any other interested person from an agency or the community. This portion 
of the meeting required between five and ten minutes. 


Program Update: For the next ten to fifteen minutes, an update of the Dowling School 
Friendship Program, particularly as it related to the group members who were present, 
was provided. This update included information about the children’s participation in 
recreation activities and any other general program announcements. Updates focused on 
the children’s involvement in programs; used slides and photographs to show children in- 
teracting and playing together; and displayed “products,” such as art or craft projects, 
that the children had made. The moderator usually led the update, with supplementary 
reports provided by parents, recreation program leaders, and classroom teachers. 
Children Participate in Cooperative Activities While Parents Discuss Friendship 
Questions: After the update, the children were escorted to a separate room - a gym, 
multi-purpose room, or family room — to play together in cooperative activities such as 
parachute games, cookie decorating, or a variety of “New Games.” While children par- 
ticipated in activities, parents, school staff, and recreation staff discussed the issues re- 
garding the children’s friendships. Depending on the group dynamics, the discussions 
varied from being led by the moderator who supplied questions to resembling a group 
conversation. Although the moderator was prepared with specific questions for discus- 
sion, the format was kept flexible so that group members felt free to introduce and dis- 
cuss new information, concerns, or questions. Discussions usually lasted about thirty 
minutes. At the end of the discussion, group members were asked to complete a one-page 
evaluation form which asked questions about participants’ expectations, how well those 
expectations were met, the effectiveness of the family focus group, and friendship devel- 
opment for the children. 


Family Recreation Activity and Social Time: After the focus group discussion was 
brought to a close, parents and other group members were given the option to join the 
children in a cooperative activity appropriate for all ages - such as volleyball, a parachute 
game, or a craft activity - and/or to visit informally with the other focus group members. 
During this time, group members had opportunities to continue to become acquainted, 
share comments and experiences, exchange telephone numbers and addresses, or make 
plans for the next get-together. 


All-family Focus Groups 


At the beginning and end of each year of the Dowling School Friendship Program, each 


of the five family focus groups were brought together for an “All-Family Focus Group.” 
These meetings were intended to provide introductory or closure information about the pro- 
gram, to bring together a larger group of people interested in friendship development to 
share experiences, to strengthen the ties between group members, to thank the group mem- 
bers for participating, and to “showcase” the children’s participation in the program. 
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Program Outcomes 


Over the two years that families met in focus groups, many thoughtful insights and impres- 
sions were gathered from the parents and their children. Through the family focus group 
process, families had opportunities to meet each other, to develop relationships with each 
other, and to discuss the issues and solve some of the problems impeding friendship develop- 
ment between children with and without disabilities. 


Identifying Barriers to Developing Friendships 

Focus group participants identified severa! barriers that stood in the way of the children 
with and without disabilities making friends. It was rare that any single obstacle by itself pre- 
vented a friendship from developing; typically, several barriers operated simultaneously. The 
barriers listed below are presented in order from those most frequently reported to those least 
frequently reported: 

Families busy schedules: With the day-to-day responsibilities of maintaining a house- 
hold, caring for children, and earning a living, as well as the constantly competing de- 
mands on a family’s time, most families led very active lives. Because of their busy sched- 
ules, it was difficult for parents to find time to actively seek ways to encourage the 
children’s friendships. 

© Lack of knowledge about recreation s role: Focus group members were not always aware of 
the important role recreation can play to promote positive interactions between play partners, 

Lack of communication and social skills: Friendship development was impeded if chil- 
dren lacked important social and communication skills such as how to join a group, greet 
other children, take turns, share materials, “hang out” with other kids, or know when to 
speak and when to listen. 

Distance between homes: If children did not live within about three blocks of each 
other — that is, if a parent needed to drive a child to another neighborhood in order for 
children to play together - children seldom saw each other outside the school day. 

Families were not acquainted or did not “click”: Families reported that they had too 
few opportunities to meet each other. Consequently, it was difficult to establish the level 
of liking and trust that were necessary for parents to feel comfortable leaving their chil- 
dren in the care of others. 

Lal of transportation: If one of the families did not own a van, if public transportation 
was not accessible and available at convenient times, or if a wheelchair did not fit into a 
personal car, children with physical disabilities often had no means to meet friends at 
their homes or in their neighborhoods. 

Need for information about disabilities: For children without disabilities to accept chil- 
dren with disabilitics, they needed accurate information about disabilities and opportuni- 
ties to interact with children with disabilities. Parents of children with disabilities also 
needed accurate information in order to feel confident about inviting children with dis- 
abilities into their homes. 


Recommendations for Encouraging Friendship 

Participants in the family focus groups agreed that families, school personnel, and com- 
munity recreation staff can all play significant roles to encourage friendship between children 
with and without disabilities. Their recommendations for promoting friendship across home, 


52 


40 


POWERFUL PARTNERSHIPS 


school, and neighborhood settings are presented below. Some of the positive ways that fami- 
lies can influence friendship development included: 


Make friendship development a family priority: If friendships are to develop and thrive 
between children with varying abilities, families recognized that friendship development 
needed to become a top family priority. 

Become acquainted with other families: Parents suggested that they needed to get to 
know other families in their neighborhoods who had same-age children through attend- 


ing school functions and events at community recreation centers. 


Schedule children’s times together and invite children into homes and on outings: 
Parents recognized that their children needed frequent and ongoing opportunities to play 
together and interact. To make certain these opportunities occurred, parents felt they 
needed to take an active role - through exchanging telephone numbers and addresses, 
and taking the initiative to extend invitations and arrange for transportation. 

Learn about individual needs of children: To feel comfortable assuming responsibility 
for children with disabilities in their homes, parents of nondisabled children expressed 
that they needed to learn about the individual needs (behavioral, communication, physi- 
cal handling, mobility) of children and how to meet them. 

Discuss and support children’s friendships at home: To support the children’s relation- 
ships, parents thought they needed to talk about their children’s friendships at home, as 
well as learn ways to arrange for cooperative play and teach friendship skills. 

Learn about community recreation resources: As a means of identifying opportunities 
for children with and without disabilities to share experiences in their neighborhoods, 
parents recognized the need to explore neighborhood recreation resources, such as parks, 
recreation centers, nature centers, and shopping malls. 


The following strategies outline the ways in which focus group members believed school 


staff could support friendships during the schoo! day: 


Include social and recreation skills in curricula: By giving opportunities for children to 
play and interact together during the school day, children can learn how to get along 
with and respect others, solve problems, make decisions, gain self-confidence, and build 
enduring relationships and friendships. 

Assign friends to the same classrooms: Because children tended to make friends with 
other children who were in their same classrooms, teachers were advised to pay special at- 
tention to the friendships that developed and make arrangements for the children to be 
in the same classroom from year to year. 

Provide opportunities for families to become acquainted: If children’s friendships were 
to extend beyond the school day, families needed opportunities to meet each other, be- 
come acquainted, and mutually support the relationships. 

Include friendship and recreation goals in IEPs: Because recreation has been identified 
as a “related service” in several federal laws, parents and school staff can work together to 
include recreation and friendship goals in Individualized Education Plans (IEPs). 

Train school staff on children’s friendship: Focus group members recommended that 
school personnel, whose training may have emphasized academic learning, also receive 
training on the importance of promoting social interaction, friendships, and recreational 
opportunities. 
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Offer disability awareness training to parents and children without disabilities: To 

promote awareness and eliminate stereotypes about individuals with disabilities, schools 

could sponsor educational sessions about disabilities and people who have them. 

Tell parents when friendships develop: Because parents rarely have opportunities to ob- 
serve their children during the school day, it was suggested that teachers inform parents 

of budding relationships so they can take an active role in nurturing them. 


Lastly, focus group members offered the following recommendations for how community 


recreation staff can create opportunities for children with and without disabilities to meet, get 
acquainted, and become friends through participation in a variety of recreation activities: 


Welcome all children in recreation programs: Through agency mission statements, bro- 
chures, news releases, and other advertisements, recreation agencies can make a public 
statement that individuals with disabilities are welcome and will be served inclusively. 


Ensure architectural and programmatic accessibility: Community recreation staff should 
be certain that their facilities, parking lots, and playgrounds are physically accessible for 
individuals with disabilities. Additionally, participants who register for programs need as- 
surance that their special needs will be met in those programs through adapting activities 
or equipment, providing one-to-one assistance, educating children without disabilities 
about disabilities, and managing behaviors. 

Educate staff to meet individual needs: In order for program leaders to feel qualified 
and confident to work with children with disabilities, community recreation agencies 
need to educate them about disability issues and strategies to facilitate inclusion. 

Provide cooperative activities that promote positive peer interactions: Community rec- 
reation staff may need to re-evaluate their programs to make certain there are ample op- 
portunities for cooperation, social interaction, group learning goals, and relationship 
building. 


Additional Benefits 


In addition to the outcomes described above, several unforeseen benefits emerged from 


the focus groups: 


New avenues for regular communication were established between school personnel and 
families. 

Parents could observe their children with and without disabilities interacting and playing 
together, an opportunity that most parents had previously not experienced. 

Parents of children with disabilities could see, first-hand, their sons and daughters suc- 
cessfully interacting with other children. For those parents who had doubts whether their 
children could ever have friends, observing these interactions gave them hope that such 
friendships were possible. The visible proof of social interaction and friendships gave 
these parents higher expectations for friendship development for their children. 

The focus group discussions served as an eye-opening, educational experience for many 
of the parents of nondisabled children as they listened to the personal joys and struggles 
of parents of children with disabilities. 

The recognition that children without disabilities received for their involvement in the 
Dowling School Friendship Program reinforced their commitments to the relationships. 
After family focus groups took place, the children without disabilities appeared more in- 
teractive, involved, and easy-going in their relationships. 
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Parents of children without disabilities experienced a sense of pride that their children 
had volunteered to participate in the program and admired their children for the skills of 
relating they had developed that they themselves did not possess. 


During the all-family focus groups, parents of children with disabilities were able to share 
with others in similar situations and, consequently, felt less alone in their endeavors to 


help their children make and keep friends. 


Guidelines for Conducting Focus Groups 


The following guidelines are offered for parents, school staff, and recreation agency personnel 
who are interested in organizing a family focus group related to friendship development or 
any other topic relevant to inclusive recreation. Richard Krueger's book Focus Groups: A 
Practical Guide for Applied Research is a useful resource for conducting focus groups.‘ This 
book provides many straightforward, easily applied tips for conducting effective focus groups. 

Focus groups typically share some common characteristics. However, when applying this 
process to your own community's issues and concerns, it is important to keep in mind that 
the focus group process is also highly flexible and is intended to be adapted to particular 
needs and situations. Common characteristics of focus groups are listed below: 


Participants share a common concern, need, or experience: Participants may all use the 
same service, attend the same program, use the same product, be employed at the same 
workplace, or live in the same community, If the common concern is friendship develop- 
ment between children, key people in the children's lives - parents, siblings, classroom 
teachers, therapeutic recreation specialists, occupational or physical therapists, speech 
therapists, and social workers - may be included as focus group participants, 

„A warm, supportive, non-judgmental environment is provided: An “open forum” is 
created that allows for free-flowing dialogue and the exchange of ideas. 

Participants meet for a specific, well-defined purpose on a time-limited basis: Each fo- 
cus group member should clearly understand the purpose of the meeting. Typical focus 
group purposes might be to assess needs, identify problem areas, test recreational materi- 
als, brainstorm ideas, obtain feedback, and/or evaluate services. 

Seven to ten participants are typically involved: If fewer than seven individuals partici- 
pate, one or two people tend to dominate the discussion; if more than ten individuals are 
involved, the group tends to fragment into smaller groups and side discussions. 


Participants generally do not know each other: Because participants usually have not 
met before, they are often willing to disclose impressions and opinions more freely. If the 
topic is friendship development, however, it might be advantageous to organize meetings 
so that participants can socialize and, if they choose to do so, form relationships. 


Participants sit in close proximity: Participants usually sit in a circle or around a table 
so that everyone can comfortably see and hear each other. 


The moderator is knowledgeable in the subject area and skillful in handling group 
dynamics: An effective moderator knows the topic, has memorized the discussion ques- 
tions, listens with empathy and genuine interest, emphasizes that every opinion is impor- 
tant, is neutral in his or her responses, keeps the discussion on track, and maintains a 
sense of humor. 

Open-ended questions are used: Rather than asking questions that begin with “Why?” 
and tend to put people on the defensive, or questions that can be answered with a “yes” 
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or “no,” open-ended questions are used that allow people to express opinions, explore 
feelings, give examples, and elaborate on ideas. 
The discussion resembles a group interview: Through the group discussion, group 
members hear each others observations, stimulate new ideas, and generate excitement 
about the topic. 
The objective is to hear all opinions, not to reach consensus: While recurring themes 
generally emerge from focus groups, the emphasis is not on obtaining general agreement, 
but on exposing all sides of an issue in an open discussion of pros and cons. 


For more information about the Dowling School Friendship Program and family focus 
groups, please refer to the handbook Making Friends: Using Recreation Activities to Promote 
Friendship Between Children With and Without Disabilities.5 
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Customer Service 
Builds Better Programs: 

Bloomington Parks 
Recreation 


The Parks and Recreation Division of Bloomington 
has been dedicated to serving individuals with disabilities 


since the early 1970s when a parent movement helped 

to create its Adaptive Recreation program. In 1988, Bloomington's Adaptive Recreation pro- 
gram joined three surrounding city park and recreation departments and their corresponding 
school districts to form the Adaptive Recreation and Learning Exchange (ARLE) Coopera- 
tive. Today, the Bloomington Adaptive Recreation program, in collaboration with ARLE, 
offers a wide variety of year-round recreation and education opportunities, as well as sup- 
ported inclusion into all of the parks and recreation programs offered to the general public. 
Last year, in Bloomington alone, almost two hundred individual participants with disabilities 
took part in recreation programs. 

In 1991, the Adaptive Recreation program was recognized in a study in the University of 
Minnesota as being one of the sites that used “best practices” in integrated recreation in Min- 
nesota. ! This case study explores some of the unique aspects of the Bloomington program 
that truly make it a “best practice” site. 


Planning for Successful Inclusion and 
a Broad Range of Programs 


To better understand the philosophy and practices used by Bloomington, it is helpful to refer 
to the diagram and description of the delivery of inclusionary programs, presented in Cetting 
Action by Taking Action: Parent Advocacy on page 20 of this publication. In this process, 
there are seven essential phases that occur in the pro- 
gramming cycle: a) planning and budgeting, B) market- 
ing, c) registration of participants with disabilities, p) 
assessment to determine individual needs, ) building 
of individual supports, r) monitoring and communica- 
tion, and o) evaluation. 

In the first phase of the service delivery model - an- 
nual planning · the staff at Bloomington work closely 
with the cooperative staff and the ARLE Advisory 
Board. The ARLE Advisory Board is made up of par- 
ents of children with disabilities, adults with disabili- 
ties, professionals in the field of disability services, 
school personnel, and ARLE program staff. This advi- 
sory board is divided into subcommittees which focus 
— 
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their efforts in four areas: marketing, education, programming, and special events. 

The programming subcommittee is responsible for reviewing the overall comprehensive- 
ness of programming, for collecting and reviewing programming suggestions from partici- 
pants and parents, and for making programming recommendations to the ARLE board and 
agencies to create new programs, This subcommittee allows consumers and their parents to 
have direct input into the offerings of the ARLE cooperative. Another subcommittee, the 
marketing committee, is responsible for generating new and creative ways to market its pro- 
grams, One of the recommendations made by the marketing committee this past year was to 
try new strategies to reach school personnel and to assist them in communicating community 
recreation and learning options effectively to parents during special education conferences. In 
the past, Bloomington staff had attempted to send flyers and brochures home with special 
education students through the school, but no tracking system existed to determine how or if 
the flyers were actually reaching parents. Now, the marketing committee and program staff 
have created a three ring notebook labeled ARLE Adaptive Necreation/ Learning Exchange: Ac- 
tivities for Students. Each Child Study Team (CST) leader in every school building will have a 
copy of the notebook available to him or her. An additional copy will be available to all the 
other special and regular education teachers in the resource rooms. Bloomington staff will 
make a presentation at an all-district CST leader meeting to introduce the concept of inclu- 
sion, distribute notebooks, and explain how they can assist parents to access ARLE and 
Bloomington programs. 

Each notebook contains a variety of information, including an introductory brochure 
that describes Adaptive Recreation and how to access programs. The notebook also includes: 


Introductory program brochures; 


Introductory letters explaining the purpose of ARLE, the purpose of the binder, and the 
contents of the notebook; 


Guidelines for selecting a recreation program; 

© ARLE guidelines for inclusion; 

¢ ARLE brochure; 

Breakdown listing of individual city brochures and program offerings. 

The purpose of the notebook is to consolidate the relay of information to school person- 
nel and parents of school-aged children, and to create another way to track marketing efforts. 
In order to continue to expand services, a variety of other marketing techniques are utilized, 
The following is a brief description of some of the techniques that go beyond the generic 


statement in the Park and Recreation program brochure that says everyone is welcome to 
participate in program offerings. 


Marketing and Outreach Efforts to People with Disabilities 


Bloomington Parks and Recreation employs several methods for advertising their programs 
and reaching out to families that include children with disabilities. These marketing and out- 
reach efforts include: 

¢ Word of mouth 

Quarterly brochures 

Articles and/or press releases in local newspapers 

Generic brochures 
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¢ ARLE information notebooks to CST lead teachers 
* Special education advisory boards 

Group home presentations 

Leisure Discovery Day 

* Rally Days 

Presentations to disability organizations 


Leisure Discovery Day is one of Bloomington’s unique marketing techniques. It is a one- 
day event, open to students with disabilities who attend local high schools and technical col- 
leges. The goals of the event are to: 


Give students opportunities to choose and participate in three leisure / recreation activi- 
ties at no cost; 


Give community leisure professionals opportunities to introduce themselves to future 
constituents; and 


* Provide participants with information packets that include resources and contact names 
of professionals when selecting activities that interest them. 


During Rally Days, a representative from Parks and Recreation makes presentations at lo- 
cal semi-independent living apartment complexes and group homes. The representative de- 
scribes available activities and programs and helps individuals choose activities and fill out 
registration forms. The representative also assists people with registering for TRAIL (Trans- 
portation Resource to Aide Independent Living) transportation. A group of parents and indi- 
viduals with disabilities in the ARLE Cooperative rallied together to create this non-profit 
transportation service for individuals who live alone and do not have transportation services 
from a human service provider such as a group home. TM. holds annual fund-raisers and 
contracts with a local transportation service to provide the rides. These transportation ser- 
vices are available for a small fee to qualified ARLE program participants. Most of the partici- 
pants would not be able to attend ARLE programs without TRAIL transportation because 
the Bloomington community public transportation service has a limited route and schedule. 


@ Communicating for Success in Registration, Assessment, 
Support Building, and Monitoring 


One of the most essential “best practices” that Bloomington Adaptive Recreation staff mem- 
bers do is to keep lines of communication open between everyone involved in the inclusion 
process. This means that, as soon as parents register their children for programs, the commu- 
nication process begins. For some programs, the registrants simply check off whether or not 
they have a disability and if they wish to have a staff person contact them to assist in the in- 
clusion efforts. The communication and assessment process then lies in the hands of the 
Adaptive Recreation staff who is responsible for initiating contact with the parents. In other 
programs, a written assessment form is sent with the registration form and the staff follow up 
with a parent interview once the forms are received. 

Bloomington staff receive careful training in how to interview parents and participantr 
during the assessment phase. During the interview, staff first explain to parents and partici- 
pants the goals and objectives of the program, the typical staffing levels (additional staff are 
added only if necessary), the staff's background and training, the routine and schedule of the 
program, and the activities planned for the program. This background information allows 
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parents and participants to participate in making decisions about the kind of assistance the 
participant might need, how long assistance would be required, and the type of program and 
curriculum adaptations that may be needed. With the parents’ permission, special education 
teachers, adaptive physical education teachers, and other program leaders that have worked 
with the participant are contacted as potential sources of valuable information to assist in the 
assessment and support building process. The parents and, if appropriate, the participants are 
kept informed of all the support building activities and, if necessary, a meeting is set up be- 
tween the assisting aide and the participant and parents before the program begins. 

Once the program begins, as in any customer service setting, communication is the key 
to successfully monitoring the inclusion process, The participant, parents, on-site staff, and 
supervisory staff members all need to have a clear understanding of the day-to-day operations 
and how things are going. Two of the interview questions ask parents about their preferred 
method and frequency of receiving information on how things are going. The staff-to-parent 
communication can take different forms: a brief discussion at child pick-up time, a daily or 
periodic phone call, or a journal entry to pass along important information. To assist partici- 
pants who do not read or speak, Bloomington staff use picture agendas for each day of the 
program. In programs such as day camp, the camper is given a sheet of paper with pictures of 
each activity (such as hiking, crafts, and swimming) to represent the days agenda. At the end 
of each day, staff make certain the camper takes the agenda home to be shared with his or her 
family. Parents have praised staff for this form of communication, indicating how wonderful 
it is to be able to speak with their child about what occurred at the program that day. At the 
end of the program, everyone’s experiences - staff, participants, and parents — are evaluated. 


@ Evaluation: Did Everyone Succeed? How Can We Improve? 


Participants with and without disabilities, parents, and staff fill out program evaluations 
which ask such questions as “What worked well?” and “What could be done to improve the 
program?” The answers are collected and compiled for use in quarterly and annual program 
reports, as well as to be reviewed for the following year's program preparations. This allows 
for an open process of evaluation that continually seeks to refine and improve each program. 
Open communication between all parties involved builds trust and the ability to call on one 
another to solve problems before they start. It is also one of the best methods of marketing. 


Two Success Stories 


Michael Young has been involved with the Bloomington Parks and Recreation Division 
since 1990 when he was integrated into the preschool-age Discovery program. Today he is a 
seven-year-old boy who is sweet, shy, and has a developmental disability. Through the years, 
the Bloomington staff have continually nourished the relationship with Michael and his 
mother and have built a high level of trust. Recently, when Michael's mother called to dis- 
cuss Michael's participation in the Killebrew Baseball League, staff were able to weigh the 
positives and the negatives with her. The Adaptive Recreation staff met with Michael and his 
parents before he got involved in the baseball program to help him identify his strengths and 
weaknesses and prepare for a successful outcome. 

Michael's mother was afraid that he wouldn't fit in, that he would get teased, or that his 
skills would not be strong enough. After talking over her fears with the Adaptive Recreation 
supervisor, she felt more comfortable. Together, the program staff and Michael's mother de- 
cided to try the program with the support of an inclusion aide. Staff spoke with his team's 
coaches and had the aide meet with the family in advance of the program. During the games, 
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Michael fit in well as a Killebrew player and team member. His favorite activity was hitting 
the ball, his least favorite was losing. (A typical response from a nine-year-old boy!) By work- 
ing together, the season ended successfully, 

Michael's mom was happy that the staff encouraged him to join the baseball league. She 
stated, “Michael loves sports and this made him feel part of the team.” She also believed that 
the aide provided Michael with the freedom he required to feel independent when he wanted 
it and enough assistance when he needed it, As his mother summed it up, “This was a good 
first-time experience for him.” The Bloomington staff attributed the success to Michael’s de- 
sire to play baseball, his mother’s courage to take a risk and try it, and the trust and commu- 
nication built between the professionals and family. 

After Scott Jackels participated successfully in summer playground and day camp pro- 
grams, a photo of three smiling children and the following note was sent to a Bloomington 
staff member: 


I thought you d enjoy this picture. Scott, Dana, and Jesse met at Camp Kota. Scott sees 
Jesse often, they eat lunch together at Oak Grove Intermediate School, and are taking an 
after-school class together. Thanks for your part in making this possible. 

— Curt & Julie Jackels 


One of the primary goals of the day camp program was to introduce the children to each 
other and provide a welcoming and supportive environment where children can become 
friends, Scott has muscular dystrophy and uses a wheelchair for mobility. At camp, he par- 
ticipated in all of the activities including hikes, nature study, swimming, and the over-night 
camp out. From the children’s smiles and their mother's note, it was apparent that the pro- 
gram reached its goal of helping the participants build relationships. 


@ Youth-at-Risk Outreach Program 


Another unique program, created in the City of Bloomington in the spring of 1991, is a 
youth-at-risk outreach program. The program offers personal assistance to fifth through 
ninth grade youth and their parents in identifying and accessing summer recreation pro- 
grams. Every spring, the outreach program staff work in coordination with Bloomington 
School District personnel to identify youth who are in trouble at school, at home, or in the 
community. Program flyers are mailed to each family. The program offers three levels of as- 
sistance to the youth and their families: a) information and referral, B) assessment meeting 
and program placement, and c) program support and ongoing monitoring. 

In the first level, each identified youth and his or her parents receives a flyer on the out- 
reach support program, along with a listing of all the summer opportunities available in the 
city. Then, after the mailing is sent out, each family is concacted by telephone to see if addi- 
tional information is needed. Parents and youth decide if additional assistance is necessary. 

At the second and third levels, an assessment and program placement meeting takes place 
during which an outreach staff member discusses with the youth their interests in programs 
and presents detailed information on potential programs, If the youths or parents feel that 
further assistance would be helpful, the necessary supports are put in place. These supports 
could include introducing the program staff to the participant before the program begins, re- 
cruiting a peer to support the participant in the program, and direct assistance from the out- 
reach staff member during the program. Program support could also include the provision of 
a one-to-one aide, ongoing monitoring of the child’s progress, and a high level of communi- 
cation between program staff and parents. At the end of the program, each family is con- 
tacted by telephone to conduct a final interview and evaluation of the program. 
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In its first year, 308 youth were identified and 91 (or 30%) attended recreation programs 


that summer. In 1993, 457 youth were served in programs. The program has evolved over 
the years and now offers an after-school program and a summer outreach program. 


Suggestions for Parents 


The city of Bloomington has carefully used a customer service approach to enhance their ser- 
vices to all of its citizens. This has been an evolutionary process that has engaged all of the 
main players (parents, participants, and staff) in making it work. Out of this experience have 
come the following suggestions to assist parents in working with recreation personnel: 


Know what types of programs and program outcomes you want for your child and be 
specific about requesting them. If you are looking for learning opportunities or skill 
building programming, competitive sports, social-friendship building programming, or 
just plain fun, let staff know of these desires. If you are searching for relationship build- 
ing or leisure skills programming, ask staff for particulars about how they provide partici- 
pants with social and learning opportunities. 

Interview staff about the program. Ask them about the following areas: 


Program goals. 

* Anticipated outcomes for the participants, parents, and staff. 

* Staffing - including staff-to-participant ratios; their training, background, and experi- 
ence with the program and with participants with disabilities. 

° Physical setting and accessibility for the program. 

Specific activities for participants, including each day's agenda. 

The agency s experiences serving participants with disabilities. 

Be certain to ask staff whether the program is an established one or one they are trying to 

launch tor the very first time. Ask your neighbors and friends about which programs have 

been successful for their children. As you share your goals with staff, be honest about 

your fears and concerns about inclusion so that staff can attempt to avoid them. 


Offer staff the names of other professionals (certified therapeutic recreation specialist, 
special education teacher, adapted physical educator) who know your child and who 
would be willing to share their experiences and make suggestions as to how to make 
things go successful'y. 

Get to know the recreation professionals. Build a trusting relationship with them so that 
both you and the staff feel comfortable calling one another to answer questions, solve 
problems, and, most important of all, plan for success. Give them honest, immediate 
feedback throughout the program and request daily or regular brief reports as to how 
things are going. To facilitate communication, give your child a communication note- 
book, talk briefly with staff when you pick up your child, or make a telephone call to 
check in, Offer thoughtful constructive criticism and suggestions with all of the partici- 
pants in mind. Demonstrate concern for all the participants and not just your own 
child. 

Finally, fill out the evaluation form with honest opinions and thoughtful suggestions. If 
the agency does not evaluate their programs, call, or write a letter to the supervisor that is 
responsible for the recreation programs that you have accessed. 


These strategies can go a long way in building programs and services that make inclusion a 
reality for everyone. 
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After School.. 
What Do You Do? 
Minneapolis EMA 


The purpose of this article is to share information about 
the range of families and children's needs and how such 
needs can be addressed through community recreation 
participation. The focus here is on community recre- 
ation inclusion for children and youth, from early childhood age to young adulthood, who 
have developmental disabilities. Community options are for everyone - regardless of whether 
youngsters have sensory, mobility, or cognitive disabilities; conditions such as juvenile diabe- 
tes; or disabilities that are secondary to accident or illness, 

By reading this, families will learn about a range of family and child needs that may be 
met by community recreation resources. They will learn about a variety of programs that are 
being developed and offered to meet these needs, including an example of a program for 
middle school youth called the Youth in Minneapolis After-School Program (Y-MAP), and 
families will be reassured about the roles they can play - indeed must play - to find and de- 
velop options to meet their own family and child needs. 


Family and Child Needs 


The diverse family structures and issues that exist in today’s society, and the turbulent and 
rapid nature of social change, suggest that making generalizations about family and child 
needs has limited usefulness. Families must be thoughtful about identifying and defining 
their own issues and needs, in addition to being assertive about seeking out, arranging for, 
and requesting the options that will meet their needs. 

The major social changes that have affected families 
with children with disabilities include: a) the develop- 
ment of successful living arrangements so that people 
with disabilities can reside in family homes and other 
community residences instead of institutions, 8) ad- 
vanced technologies that have improved infant survival 
and improved functional capacities, and c) workplace 
involvement of both single parent and two parent fami- 
lies. Environmental issues such as crime, drug and alco- 
hol use, physical and sexual abuse, and the general 
safety of neighborhoods have also affected family per- 
ceptions and concerns, With this in mind, readers are 
encouraged to consider the following family and child 
needs that have been identified. 
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Child Development Needs 


Children grow, develop, and learn all the time. It is not just during the thirteen years that 
they are involved in traditional x-12 school programs that their physical, intellectual, emo- 
tional, social, creative, and citizenship capacities are forming. 

The period after school provides an important opportunity to nurture a child's growth. 
Experiential activities that are age-appropriate, diverse, stimulating, and respond to indi- 
vidual needs and goals can help provide a comprehensive approach to developing a child’s 
potential. Neither organized baby-sitting nor more school are indicated. Rather, a life skills 
program relevant to community living can address the development of the whole child. 
Physical development and skills can be nurtured through physical activities. Social skills, 
communication skills, and learning to develop relationships can be fostered through group 
activities. Citizenship can be facilitated through participation in organized neighborhood ter- 
vice activities and in programs that integrate children and youth across cultures, genders, and 
generations. Emotional experience and growth can result from excitement about involvement 
in activities, responses to music and stories, and opportunities to learn relaxation, reflection, 
and communication skills. Critical thinking and problem solving skills can be developed 
through evaluating and selecting options and through cooperative challenge activities. 

At every point from early life to young adulthood, developmental needs can be given 
support and opportunity for growth through community recreation options. A quality ap- 
proach depends on careful planning based on assessment of the needs and interests of the 
participants, creative curriculum development, and thoughtful staff selection, training, and 
ongoing development. 


Latchkey Kid Needs 


“Latchkey kids” are those children who need to let themselves into their homes with their 
own “latchkeys” and who stay in the home without adult supervision. “Home-alone” risk 
factors make this a problem: children may feel neglected, isolated, abandoned, unloved. They 
may act inappropriately or in unsafe ways. They may be treated badly by people who come 
into the home or who are in the neighborhood. They may not be able to cope with unsafe or 
frightening situations such as fires or accidents. Having little to do or subsisting on a diet of 
television may impoverish their development.? 

These concerns need to be assessed by parents when making decisions about care arrange- 
ments for their children - particularly for children with disabilities. Careful assessment of 
safety issues together with the child’s abilities and limitations is important. Problems might 
include gross motor disabilities that limit emergency evacuation; sensory impairments that 
limit awareness of emergencies and ability to call for help; and cognitive, age, and social ma- 
turity characteristics that might limit appropriate judgment about neighborhood risk factors. 

Indicators that a youth might be able to be home alone include a cooperative attitude 
with parents and an ability to follow directions, share feelings, and demonstrate responsible 
independence. With these characteristics as a starting point, parents and schools need to 
teach the potential “latchkey kid” an extensive set of competencies that include protecting 
the house key, getting home from school, using the telephone, preparing snacks, managing 
time, getting along with siblings, dealing with fear and loneliness, awareness of neighborhood 
safety factors, and learning and using community resources for assistance. Guidelines for 
teaching such skills are available.“ Experiential learning methods that include role-playing 
and practice are considered essential for children and youth to acquire these skills to the 
maximum extent possible. Despite these resources, home-alone self-care should typically be a 
parent's choice of last resort. 
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Parent Respite Needs 


The intent of respite is to provide parents with opportunities for self-renewal through 
rest, recreation, or opportunities to attend to tasks and interests other than employment. In- 
dividual family needs for relief from child care responsibilities may be met by informal social 
supports from family and friends, by the employment of personal care attendants, and by or- 
ganized child care program and activity options. These approaches may also be combined. 
Organized recreation and day care activities are important - and perhaps cost effective - 
methods of meeting parent respite needs. 


Day Care Needs 
This issue chiefly addresses the family and parent needs for regular, daily, positive child 


care arrangements that permit parents to work or attend to their own schooling and develop- 
ment. These needs are central to family strength and resiliency. Both preschool and school- 
age child care have become important needs to working parents. During the last decade, the 
widespread need for day care has come to be recognized as an important policy issue for the 
community - not just an individual family or individual child problem. The capacity of 
communities to finance and develop the work force, to support and strengthen family capac- 
ity and resiliency, and to safeguard and develop children and youth for citizenship has gained 


increasing recognition as a complex social problem of the community as a whole. 

Summary of Needs f 
All families have a range of needs for options that will improve their children's growth to- 

ward full citizenship, and that will also help meet the needs of the parents and the family 

unit. Because these needs span all the formative years from birth through young adulthood, 

each family also needs a wide variety of options as their needs change over the years. These 


needs are widely shared throughout the community: that is, they require broad community 
response, not just individual family problem solving. 


Community Responses to Family and Child Needs 


There are many kinds of community options that could potentially respond to a family’s 
many and changing needs. Parents may participate with their infants and young children in 
programs such as the Early Childhood Family Education Programs offered by local school 
districts in Minnesota. Organized day care may be sought for preschoolers. School-age child 
care that is sponsored by either public or private providers (including public schools and city 
parks and recreation departments) is another option. This type of service typically offers 
child care before and after the school day, on school-out days, and during vacation periods. 
Another choice is participation in activity programs tha. have goals of socialization, recre- 
ation, sports, skill development, community service, and similar outcomes. These services are 
provided by scouts, boys and girls clubs, YMCAs and YWCAs, other private non-profit com- 
munity centers, park and recreation community centers, school-based after-school drop-in 
centers, libraries, and so on. Another piece is special interest activities such as horseback 
riding, sailing, wilderness adventure trips, or community theater that are usually provided by 
organizations that have those interests as their main service lines. Another option might be a 
program that is specifically geared to guide older youth in transitioning to adult interests and 
that focuses on a specific occupational area and provides special industry mentoring, such as 
a Boy Scouts of America Explorer unit. 

This array of options can give families encouragement that their needs and those of their 
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children at any developmental point can, and probably are, being responded to by the com- 
munity. If inquiry and networking do not lead to a good program, there will most likely be 

other families and organizations that have similar needs and interests, and will collaborate in 
developing a satisfactory option. 

A few useful readings have been developed recently that provide guidance for responding 
to family and overall community needs. Examples of successful initiatives, including initia- 
tives that focus on the needs of children with disabilities and their families, may be found in 
the references at the end of this publication. 

A variety of federal block grants have provided funding options to states to initiate child 
care and child and youth development options in community settings during non-school 
times. In addition, states, counties, and cities may provide local funding to meet the needs of 
children and families. Also, private philanthropy such as United Way, and support provided 
by employers, can be instrumental in starting and sustaining programs. 

In general, partnership approaches among public and private agencies and consumers 
have been found to be effective in developing the options that people need in their commu- 
nities, When these partnerships include expertise and direction from parents, together with 
representatives from organizations such as the Arc or United Cerebral Palsy, university con- 
sultants, and school and community practitioners, the needs of children with disabilities and 
their families can be responded to with relevant community options. 


An Example of Partnership Building: 
Youth in Minneapolis’ After-School Program 


Background 

In 1992, Minneapolis was confronted with a city-wide problem when the school release 
time for the public middle school students was moved up to 1:45 P.M. to accommodate 
school busing schedules. There had already been a long-standing need for youth develop- 
ment programs during the weekday afternoon hours. This target population included ap- 
proximately 10,500 youth city-wide, grades six through eight, who attended public and non- 
public schools, There were typically few school-age child care arrangements for youth beyond 
the sixth grade. Youth were often home alone or unsupervised in the community; many ex- 
pressed boredom and loneliness and said they primarily used television to fill their time. 
Without supervision, some explored their sexual curiosity or engaged in negative behaviors 
such as vandalism. / 

Donald Fraser, the former mayor of Minneapolis, initiated the Youth in Minneapolis Af- 
ter-School Program (Y-MAP) in response to these needs. The Minneapolis Park and Recre- 
ation Board became the managing umbrella agency. Conceived as a collaborative partnership 
approach among youth-serving agencies, Y-MAP attracted over one hundred agencies as 
partners. The goal was to have positive, supervised activity programs in every neighborhood 
of the city directly after school, with a wide variety of options to interest and engage youth 
and to meet their developmental needs. Among the agencies that were involved were parks 
and their community centers, schools, libraries, churches, Boys and Girls Clubs, YMCA/ 
YWCAs, and neighborhood service agencies. Community Education directly coordinated Y- 
MAP programs within all six middle schools, as well as within several x-8 schools. Approxi- 
mately ninety sites were operated city-wide by the collaborating agencies. 

In the fall of 1992, Y-MAP began by redesigning a number of the agencies’ programs to 
meet the priority need for activities on weekdays immediately after school. Despite the initial 
lack of funding, the agencies reallocated internal resources to get the activities going, demon- 
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strating commitment and enthusiasm as partners. This collaborative effort resulted in serving 
from 10% to 15% of the total population of 10, 300 youth. By December of 1992, Minne- 
apolis allocated $1,000,000 to Y-MAP for after-school programs for the 1993 calendar year. 

In 1994, even though the city’s allocation had dropped to 870,000 due to mandated 
budget cuts, Y-MAP served approximately 4,000 youth. This increase was attributed to an 
expansion of program offerings and the placement of outreach workers in specific geographic 
areas, called Y-MAP hubs, to serve as liaisons between youth, schools, parents, and program 
providers, Y-MAP offered opportunities in academic skills, community involvement, creative 
expression, intramural sports, and life skills. 

Program providers, staff, parents, and youth met regularly to share programming and 
outreach ideas, discuss how to use funding, develop staff roles, and negotiate roles and rela- 
tionships of the collaborating agencies, Y-MAP full-time staff included a city-wide coordina- 
tor, a clerk, and twelve outreach workers, Part-time positions included six school-based activ- 
ity organizers, eleven hub coordinators who were located at park community centers, and nu- 
merous activity leaders. 

Y-MAP distinguished itself from all previous youth-serving programs in the city because 
it was a collaborative partnership of a number of agencies and was a city-wide effort. Earlier 
programs had been limited to one or two agencies and had been narrower in scope. Y- MAP 
demonstrated a step forward in community development and management by linking youth- 
serving agencies through sharing program staff, ideas, funding, and coordinating activities. 
Approaches to Serving Youth with Disabilities in Y-MAP 

To manage the inclusion of middle school youth with disabilities in Y-MAP activities, 
Minneapolis Public Schools appointed an after-school coordinator who was also a develop- 
mental adapted physical education teacher. The coordinator facilitated the inclusion of youth 
with disabilities into regular Y-MAP programs; no segregated programs had been established 
previously. The long-range transition goal for these youth and their parents was for them to 
feel comfortable enough with inclusion to access regular community recreation options. 
Short-range goals were to develop social and recreation leisure skills. Additional goals were 
for recreation site staff and youth without disabilities to feel comfortable with and include 
youth with disabilities in activities. 

The criteria for Y-MAP site selection included the provision of age-appropriate activities, 
non-competitive approaches, and activities that accommodated a variety of skill levels. The 
selected programs also needed to be offered at least two days a week and operate from 2:00 
to 4:00 P.M. The regular and extra support Y-MAP options were marketed through the out- 
reach workers, the school staff, and the after-school coordinator. In addition, University of 
Minnesota students in therapeutic recreation interviewed youth with disabilities in three 
middle schools to “talk up” the program and to assess their interests. The youth expressed 
wide interests in recreation, reported that they had not been previously involved in organized 
afternoon activities, and that they mostly watched television at home after school. They were 
interested in Y-MAP as a quality alternative. 

Outreach workers and school staff encouraged all youth to become involved with the 
neighborhood programs of their choice. A constraint for all youth was that busing was pro- 
vided from school to Y-MAP sites, but no transportation was provided from after-school sites 
to home. Youth who could arrange to get home from sites on their own, and who could par- 
ticipate in Y-MAP activities within available staffing ratios (about one staff person to fifteen 
participants) could access any program. 

In order for some youth with moderate to severe disabilities to participate, however, extra 
staff support and busing from after-school sites to home were needed, A budget was devel- 
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oped to provide these services. Arrangements were made with the Minneapolis Public 
Schools transportation division to provide the necessary busing. Classroom educational assis- 
tants and child development technicians were recruited from schools to supplement staff and 
provide a staff-participant ratio of 1:4 or 1:6. These supports were used to successfully in- 
clude youth with disabilities at seven after-school Y-MAP sites. Activities that youth enjoyed 
included video games, pool, table games, computers, gym activities, arts and crafts, cooking, 
video making, dancing, sports, park use, and community service. 

Parents were closely involved in making the decisions that shaped the program. A key 
component of the service delivery process was the use of an application form that communi- 
cated information from parents to the after-school coordinator. The information on this 
form provided the basis for matching youth with sites, and for providing individualized in- 
formation to the site staff to help them learn about the youth. Oral and written communica- 
tions among the after-school coordinator, the site staff, and the parents were used for coordi- 
nation, problem-solving, and program improvement. 

Attendance by youth with disabilities at Y-MAP sites increased from eighteen during the 
initial start-up in the spring of 1993 to fifty-two a year later. In general, the youth were ob- 
served to be positively motivated and actively involved in activities. They typically com- 
mented that they had fun and made friends at Y-MAP. Socialization and friendships between 
youth with and without disabilities were sometimes slow to develop; structured activities 
such as cooking groups and video production had the most positive social inclusion and 
group task results. 

A powerful illustration of social inclusion and activity skills development was demon- 
strated during one of the Y-MAP cooking programs. A large group of youth had gathered to 
prepare, eat, and clean up after a breakfast meal of orange juice, pancakes, and french toast. 
The group included youth without disabilities as well as youth with moderate to severe dis- 
abilities. Cooperative activity sometimes occurred spontaneously between the youth with and 
without disabilities in tasks such as serving each other and cleaning up. In other tasks, such 
as mixing batter, however, staff noticed that youth without disabilities assumed the task, 
while youth with disabilities simply observed. To promote cooperation and involvement, 
staff gave simple verbal prompts to the youth without disabilities to include the participants 
with disabilities in mixing the batter. The response was quick and positive. The youth with- 
out disabilities immediately offered cooperative assistance by holding the mixing bowl and 
providing hand-over-hand guidance to the others as they stirred the spoon. The response 
from youth with disabilities was equally prompt, including vigorous mixing of the batter. 
Any question about the importance of this opportunity to the youth with disabilities was an- 
swered by their facial expressions of joy as soon as they were included in the activity. 

The involvement of youth with moderate to severe disabilities in the Y-MAP program 
was an evolving process, with many positive results. The youth enjoyed the program and had 
an after-school social and recreation activity. They began to develop their social and recre- 
ation activity skills, Most importantly, the comfort levels of the youth with and without dis- 
abilities, and the comfort levels of the site-based regular recreation staff, increased as they all 
gained experience with inclusion in community recreation. Most parents appreciated the 
programming schedule, with two-hour activities offered two days each week. They also were 
pleased with the quality of busing and support staff services that their children received. 


Guidelines and Resources 


In summary, communities are beginning to provide a wide array of options that can be used 
to meet family and child needs. These initiatives often have federal, state, and local govern- 
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ment support. Legislation has recently been developed to meet new social needs. Actual pro- 
gram development, however, is intended to be driven by and adapted to meet local needs. 
The quality of program design and delivery appears to be increasing through partnership ap- 
proaches among agencies. Citizen involvement in initiating, planning, and evaluating pro- 
grams is reported as an indicator of relevant and successful results. Because of these t-ends, 
families need to bring their needs and interests to the attention of the local school district - 
the agency that is most directly responsible not only for child development, but for commu- 
nity education for families and adults. Taking this initiative may lead to discovering an array 
of community options. 

For example, inquiry about the availability of school-age child care in Minneapolis re- 
sulted in locating a program called Minneapolis Kids. This program currently serves over 
1,200 children in twenty locations, and includes children with special needs. Most sites offer 
care eleven hours a day, twelve months a year. 

Minneapolis Kids provided referral to the Child Care Resource Center, a private, non- 
profit agency that is supported with state, county, and private philanthropic funds to provide 
information and referral to link families with child care services. They have developed a 
booklet to help parents choose early childhood care and education for children with special 
needs, with checklists of things to look for in identifying a quality environment and pro- 
gram. This booklet, Child Care for Children with Special Needs: A Booklet to Help You Choose 
Early Childhood Care and Education, was written by Jolee Mosher, Jodi Vannett, and Mary 
Ann Marchel and is available through the Greater Minnesota Day Care Association. 

In addition, families should be sure to inquire about the programs available through their 
city and county park and recreation departments and community education departments. 
Lastly, social networking with other families that have children with disabilities, and using 
the resources of advocacy agency information and referral services, are important ways to 
learn and share any available new recreation options. 
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Family- Centered 
Recreation Programs: 


The Pallina Club & 
Family Rec Connections 


Families can, and often do, play an integral role in devel- 
oping and implementing services for their children with 

disabilities. While many of their roles with their children 
can be dictated by programs and providers, famiges with children with disabilities still need 
to function as families, engaging in the same leisure pursuits as those without children with 
disabilities. This article describes two programs that address the recreation needs of families 


who have children with disabilities: the Pallina Club and Family Rec Connections. 


The Pallina Club 


In the fall of 1993, the Pallina Club was launched at the Dowling School to focus on teach- 
ing bocce, an informal game of lawn bowling. Its purposes included: 


Providing opportunities to integrate children with disabilities and their families with 
peers without disabilities and their families; 

Teaching the game of bocce as a lifelong recreation outlet; 

Developing the social skills necessary to play the game of bocce with other individuals, 
both with and without disabilities; and 

Providing the opportunity to develop friendships, on the premise that the participants 
should develop peer relationships outside of the family unit. 


Throughout the Pallina Club program, answers to three questions were sought: Could 
children with significant disabilities learn bocce? Would 
the program promote family participation in bocce out- 
side of the program? Would interactions between par- 
ticipants occur outside of the bocce program? 

Five families participated in the Pallina Club, in- 
cluding five children with disabilities (three girls and 
two boys), eight children without disabilities (five girls 
and three boys), and six parents (four mothers and two 
fathers). Only one family had two parents present. 

The participants were culturally and socioeconomi- 
cally diverse. Two families had African-American repre- 
sentation, one family had Middle Eastern heritage, and 
the remaining two families were Caucasian. One family 
represented an extended family; the grandmother lived 
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in the home and two cousins were a part of that home on a daily basis after school and on va- 
cations. Two of the families were single parent families, both with the mother as the head of 
household; these two families relied on AFDC as their primary support. The other three 
families were dual income families. 

The original intent of the program was to offer the Pallina Club in the evening, How- 
ever, parents indicated that after school was a better time for them and that they could rear- 
range work schedules to attend the program. There were multiple reasons for offering the 
program after the school day. First, by offering the Pallina Club at this time, the children 
spent less time being transported between home and the school. Some of the parents believed 
they would attend more consistently if they did not need to transport their children both to 
and from the Dowling School, since preparing to transport children with special needs took 
a considerable amount of time. Several parents also indicated that the evening hours were 
typically taken up with homework and routine care such as bathing, leaving little extra time 
for recreation after the evening meal. Additionally, older siblings typically needed to be on 
the school bus by 6:30 A. M., which meant that some families had very early bedtimes. 

The Pallina Club was offered once a week for five weeks. At the first session, none of the 
children knew how to play bocce. By the last session, all of the children had learned at least 
some bocce skills. All but the child with the most involved physical disability understood 
turn-taking and the general rules of the game. Because the families did not have access to a 
bocce set, none of them were able to play outside of the program. However, all of the fami- 
lies worked on the skills used in the game — particularly a controlled underhand throw / be- 
tween sessions. By the end of the program, two families were talking about purchasing bocce 
sets of their own. For at least two other families, however, the cost - ranging from $20 for a 
small, plastic, indoor set to almost $100 for an official bocce set was prohibitive. 

Friendships appeared to develop among three of the families. By the third session, these 
three families were dining at a nearby fast-food restaurant and continued to do so until the 
end of the program. While two families had known each other from a previous school pro- 
gram, they claimed to have intensified their relationships during the bocce program. 

During the third session of the Pallina Club, a focus group of the parents was conducted. 
During this discussion, parents expressed that: 


The Pallina Club, novel to all but one, was a positive experience for their families. 

¢ They were not interested in recreation and social skill building per se during the program, 
feeling that they could teach their children these skills outside of the program. 

¢ They were interested in ideas about how to teach a variety of recreation skills. 


* While the game was new to all but one family, and was an enjoyable experience, they 
would have liked a broad repertoire of activities to try as a family and were interested in 
new ideas for recreation opportunities, especially games and craft ideas. 

* They were interested in learning ways to include their children with disabilities and their 
children without disabilities in recreation activities that would provide positive experi- 
ences for the entire family. 


Family Rec Connections 


Based on the input from the parents at the focus group, a new program was developed for 
the winter of 1993 - Family Rec Connections. The program offered six weeks of activities. 
Each week featured a different theme and the activities presented were ones that were rela- 
tively inexpensive (typically less than a quarter per 71 appropriate for elementary · aged 
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children, and adaptable as an adult activity, with the potential for being lifelong leisure ac- 
tivities. The sessions were offered once a week and each session lasted about an hour. Activi- 
ties include! game playing, horticulture, music, crafts, and imaginative play. The partici- 
pants were the same families that participated in the Pallina Club. 

When this program began in the winter, staffing included the coordinator of the 
project - along with three student volunteers in therapeutic recreation. The purposes of 
Family Rec Connections included: 


Providing a variety of recreation ideas that could be used by families to develop lifelong 
recreation skills; 

* Assisting participants in developing skills necessary to participate in a variety of recreation 
settings with other individuals, both with and without identified disabilities; 

Providing opportunities for families to recreate together; 

Providing the opportunity to develop friendships; 

Providing opportunities for students from the University of Minnesota in therapeutic 
recreation and special education to gain experience and skills working with children with 
significant disabilities and their families; and 

* Aszisting Dowling School staff in developing family-centered, after-school programming 
as an ongoing program. 

Throughout Family Rec Connections, three questions were asked: 


Cann parents be taught to teach functional and age-appropriate recreation skills to their 
children with significant disabilities? 

Does Family Rec Connections promote family recreation participation outside the program? 

Do interactions between participants occur outside of the Family Rec Connections program? 


Family Rec Connections was conducted as an after-school program for families. It was 
offered again during the spring of 1994 as part of the after-school programming at the 
Dowling School. The program offered a variety of recreation activities based on the contin- 
ued input of the families, the expertise of the leadership teams, and the needs of the children. 

The altered format of Family Rec Connections provided families with a variety of ideas 
to use at home and in the community. Each session introduced materials and ways to use 
them to best meet the needs of family members. An emphasis was placed on finding ways to 
include every family member in an activity and demonstrating techniques and materials that 
parents and siblings could use to teach new skills or to reinforce previously learned skills for 
the children with disabilities. 

Student volunteers provided one-to-one interactions for the purposes of teaching skills 
and modeling skill development techniques for parents and siblings. They also played an im- 
portant role in developing friendships between parents by assisting with the children, thus 
giving parents opportunities to interact with each other. 


@ The Impact of Family Rec Connections 


Every child with a disability received special services at the Dowling School during the school 
day. Three of the children had extensive medical interventions. Four of the children were on 
medications for various reasons and all of them experienced medication changes during the 
year. Three of the families had additional services provided by the county. Because of the 
other interventions, it is difficult to determine how much of an impact Family Rec Connec- 
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tions actually had on the families. However, parents and children reported many positive 
outcomes from the program. 

The parents of the families involved in Family Rec Connections were enthusiastic about 
the program. While many of the ideas presented during the program were not new, parents 
had not considered using them with their children with disabilities. For example, one of the 
sessions, Air Day, focused on “air.” As a part of that day, a variety of kites and papcr airplanes 
were constructed. Experiments were also conducted using air and air currents. During the 
session, books on experiments, paper airplanes, and kites were provided. One father com- 
mented that the exposure to the printed materials was of particular interest to him. 

Parents were also interested in the adaptations that were made to games and activities to 
allow everyone to participate. For example, on Air Day, the participants blew bubbles. A 
manual crank bubble gun was provided for one of the girls who had significant motor and 
coordination difficulties, Because the bubble solution was in the bubble gun, she had to sim- 
ply turn the crank. Her mother indicated that, in the past, blowing bubbles had been more 
work than fun for her daughter as she tried to keep from spilling the bubble solution while 
dipping the blower into the solution container. The family had tried several adapted or larger 
bubble blowing tools and a bubble solution holder, but the gun appeared to provide greater 
success. The other children also perceived the child to be very successful at using the bubble 
gun. Due to her motor limitations, she was only able to turn the crank slowly, which is the 
way the gun operates most effectively; when other children tried it, they tended to crank too 
fast and got poorer results. 

There was an observation during Family Rec Connections that the siblings of the chil- 
dren with disabilities played together while four of the children with disabilities appeared to 
seek out other children with disabilities. While the original intent was to encourage inclu- 
sion, the families, in general, were not concerned about this goal, The children with disabili- 
ties knew each other as friends because part of the school day was spent together. They had 
been together for some part of nearly every school day for the past two to three years. The 
friendships were perceived to be a natural component of the school experience. 

Inclusion was occurring, however, outside of Family Rec Connections. The children 
without disabilities learned the activities during the program and often repeated them at 
home. Because they had learned skills for adapting activities, they were able to include their 
siblings with disabilities in activities at home. This not only increased opportunities for more 
quality recreation experiences at home, it also relieved some of the parents of being the pri- 
mary or sole provider of recreation activities for their children with disabilities. One mother 
called Family Rec Connections “teacher training for kids.” The activities that were imple- 
mented during Family Rec Connections were also used by the families with friends, other ex- 
tended family members, and in community settings such as Sunday School. 

The exposure to a variety of materials assisted families in determining what toys to pur- 
chase for the children with disabilities. During Family Rec Connections, families were able 
to test out a variety of materials and to learn alternative ways to use them to accommodate 
individual child abilities. For example, a day was spent in the gym with a variety of balls and 
frisbees. The families were able to try each one with the assistance of the student volunteers 
and the coordinator. By having several similar items available concurrently, parents were able 
to compare how the materials worked for their children. Because of the cost of these materi- 
als, trying them out before having to purchase them for home use was welcomed. 

Families were also exposed to alternate uses for materials. For instance, none of the chil- 
dren with disabilities could draw well. Coloring with crayons and markers, nonetheless, was a 
preferred activity for all but one of the children with disabilities and all the nondisabled 
peers. During one session, families were able to try sturdy rulers and templates typically used 
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for drawing in drafting and quilting. The children without disabilities were encouraged to 
use quilting template plastic to make shapes for their siblings to trace. Hand- over- hand col- 
oring techniques were demonstrated, particularly for two girls who had considerable diffi- 
culty holding a crayon or pen. Both of the girls used the techniques at home and were color- 
ing more independently by the end of the spring session. All of the children with disabilities 
had coloring as a preferred activity by the program's end. 

Family perceptions of barriers to recreation also changed as a result of Family Rec Con- 
nections. Initially, families perceived recreation to be costly and time consuming. Recreation 
for families was primarily seen as outings to such places as the zoo, parks, movies, shopping 
malls, and museums. By exposing them to activities that were inexpensive and could be done 
in a short amount of time, families were able to change some of their misconceptions about 
what recreation was. 

Finally, the parents appreciated the opportunities to share with the other parents. It was 
important for them to share their concerns and frustrations about their children. Because the 
parents were often well informed on resources and were very willing to share their expertise, 
it was not unusual for parents to find solutions to problems based on the others’ experiences. 


@ Where is Family Rec Connections Now? 


Family Rec Connections has evolved into a six-week program that is offered in conjunction 
with the regular after-school programming at the Dowling School. A single hour-long session 
is offered each week. An extra half hour is reserved so that families can finish an activity at 
Family Rec Connections if they choose. 

While the initial program included the same families for an entire school year, the cur- 
rent program is open to any family who has a child with a disability attending the Dowling 
School. This new participant format was in response to two needs. First, families with chil- 
dren with disabilities are like other families in that their schedules change with the seasons. 
In the initial cohort, one family could not attend one trimester because their daughter had a 
conflict with music lessons. Another family had difficulty attending in the spring because 
their child played softball. Two families had a parent in school whose schedule changed each 
quarter. Because of these schedule conflicts, participation was sporadic. The second reason 
for changing the participants was to expose more families to the program. There are about 
fifty children with identified disabilities at the Dowling School: by welcoming all to register, 
more of these families could have an experience in Family Rec Connections. 

A more specific format has also been established. The same basic six sessions are used for 
each of the trimesters, By using this format, it is easier to train others to lead the program. It 
also provides repetition for families that choose to participate more than once, which is an 
effective tool for lecrning. Because the sessions are somewhat structured, quiet toys are pro- 
vided at every session for children who may have difficulty staying attentive to an activity. 
Student volunteers typically assist the children who have difficulty staying focused or who 
choose not to participate in the primary activity for some reason. 

The first session of each trimester is an introductory session. During this session, it is im- 
portant for the leaders and the families to take time to get to know each other. It is also im- 
portant to determine what each family sees as their needs, what their recreation preferences 
are, and what the family members have in common concerning recreation. This is done 
through the use of games and a mapping activity. To start the session, an ice breaker game is 
used. For example, a favorite game is called Hoopla. In Hoopla, everyone stands in a circle. A 
hula hoop is hung over one person’s arm and then everyone hold hands with the people on 
either side of them. The object of the game is to pass the hula hoop around the circle while 
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everyone continues to hold hands. Each person must find a way to go through the hula 
hoop. If a person uses a wheelchair, or for some other reason cannot get through the hula 
hoop, the group must design a solution for completing the game. The process helps the par- 
ticipants to strategize on ways to include everyone. By brainstorming together on solutions, 
they also get to know one other. 

The group then moves to a quiet activity. During this time the parents tell the group 
what they see as barriers to family recreation and a recorder writes these barriers on a large 
piece of paper. Once barriers have been identified, a large piece of paper is distributed to 
each family. A recorder from each family makes a box of some sort for each family member. 
The family works together to fill in the boxes with what the individual family members like 
to do with their leisure time. They then draw lines between all of the similar activities to see 
how much common interest exists for recreation activities. The charts are then shared with 
the group. These activities assist with determining what the families needs may be. They also 
assist participants in seeing commonalties of needs across families. Finally, participants are 
able to find others with similar interests. 

The second session is a theme day. While the topic may change for a variety of reasons 
le. g· seasonal changes, participant interests, imminent holidays) the purpose is to provide 
families with opportunities to brainstorm about potential activities, to use activities typically 
used for special events or parties for family recreation, and to provide ideas on where to look 
for resources. Apple Day was the theme for the fall session. The session began by making 
stamps with apples and paint. Each participant was provided with paper, paint, apples, and 
plastic knives. Different designs could be made by cutting the apples different ways. The cut 
apples were dipped in paint and pressed onto the paper. A child who had quadriplegia sat 
next to his brother. His brother let him smell and taste the apple and feel the textures. A 
book on apples was then read to the children. The session ended by listing all of the foods 
containing apples that people could imagine. This session provided the families with a 
simple, cost-effective activity that could be generalized to other settings. It also encouraged 
use of the library to find new reading materials. Finally, the families were able to go home 
and prepare some of the ideas for foods with apples. Since apples were inexpensive, families 
were able to do apple activities for the remainder of the season. 

The third session is a games session. During this session, families are introduced to items 
which are common to many games such as dice and cards. They are also introduced to games 
that are typically used in the children’s classrooms. The participants and group leaders assess 
the skills needed for a variety of games. This assists parents in determining what skills they 
need to teach their children. It also assists them in learning how their children can generalize 
their newly acquired skills from one activity to another. Resources for learning how to par- 
ticipate in the activities are provided, including books and curriculum materials. 

The fourth session, “Flying Things,” is conducted in the gymnasium. This session allows 
families to test a variety of balls and frisbees, juggling scarves, and other toys that are typically 
thrown and to see what works best with their children. All of the materials, except the 
frisbee, a “foxtail’, and a plastic bocce set are soft, to keep the environment relatively safe. 
The harder materials are used with direct supervision from parents or staff persons. The ma- 
terials are readily available in local stores and typically cost less than ten dollars. Many of the 
items cost less than five dollars. 

The fifth session focuses on where to locate activities. For this session, families are sup- 
plied with highlighters, markers, stickers, a set of free resources within the community 
(neighborhood newspapers and other free papers that are typically found in restaurants and 
entertainment sites), a community education brochure, a parks and recreation brochure, the 
Sunday newspaper, and a calendar. The families work together to identify activities that are 
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of interest to family members. They fill their calendars with ideas so that they have a menu of 
recreation options for the week ahead. They can use markers, stickers, or highlighters to 
match family members’ interests with activities, An important component of the session is 
that the participants share openly with the group. It is not unusual for participants to share 
information on events that are occurring in the community that may be of interest to the en- 
tire group. They may also share information about what is occurring at the Dowling School. 
Ongoing attractions such as the Science Museum of Minnesota, the zoos, and art and theater 
attractions are often discussed. 

The final session focuses on inclusion in community recreation. The participants are in- 
troduced to strategies for contacting agencies, asking for accommodations, making their ex- 
pectations known, and working with agencies to facilitate inclusive services. Whenever pos- 
sible, personnel from community recreation agencies are included, fostering a two-way con- 
versation that assists both the parents and practitioners in identifying barriers to the inclusion 
of children with disabilities and their families in community recreation programs. 


@ Outcomes 


Family Rec Connections continues as an after-school program at the Dowling School. The 
longevity of the program suggests that families with children with disabilities have a strong 
desire to be with other families with children with disabilities. It is a program that families 
choose to return to, suggesting that repetition, among other things, is perceived by parents to 
be an important learning tool. 

One mother summed up her perceptions of the importance of Family Rec Connections 
and community recreation in general, in a letter to recreation practitioners. The letter, be- 
low, could be a message to other parents and teachers as well: 


My family's participation in Family Rec Connections offers some advantages that may oth- 
erwise be limited or beyond reach. For starters, Family Rec Connections is a source of fam- 
ily outing or togetherness. It allows both the disabled child and his or her family to spend 
time with other families who are dealing with some of the same challenges or situations. 

Having a child with severe disabilities can restrict activities outside of the home for the 
entire family. Even though facilities exist that are handicapped accessible, they are not nec- 
essarily staffed to accommodate the special needs of the disabled individual. This can be 
difficult on other siblings in the family who may otherwise lose out on a day of fun. 

Family Rec is set up to help families work together on things to do that would include 
everyone. It also gives parents an opportunity to see what their disabled child's limitations 
may be. Sometimes it's hard to decide on activities for such a child because you are un- 
aware of what they're actually comprehending; their tolerance for a particular activity or 
sport; even problems with socialization. 

Including my daughter in all activities is extremely important because she is a vital part 
of the family. Even though extra time and care is given in making these choices, it is worth 
every minute. Disabled individuals should not ever be underestimated or slighted because 
it’s near impossible to tell what or how much they may be able to achieve. But, if given the 
opportunity and exposure to different settings, they have a fighting chance. 

Family Rec Connections is but one solution to the many issues that face families who 
have a child with a disability. However, a program such as this is a place for families to start 
or continue to learn how to include all members of a family in recreation activity. It is a place 
where families can go for ideas and support from other families and recreation professionals 
while working to make the best possible world for their family members. 
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Mixing Kids 
Seniors at the 

JCC Intergenerational 
Program 


The JCC Intergenerational Inclusive Preschool Program is 
a five-year collaborative effort between the University of 
Minnesota and the Jewish Community Center of the 
Greater St. Paul Area (JCC). The program brings children 
with and without developmental disabilities, ages three to 
five, together with senior adults to learn through creative educational play. 

There are three primary purposes of the program. The first is to promote intergenera- 
tional interaction between older adults and preschoolers with and without disabilities in a 
preschool setting. During the five years, outcomes for and benefits to the children and the se- 
niors will be evaluated. For example, it is expected that the senior adults will learn to provide 
the extra assistance children with disabilities may need in classrooms, the special acceptance, 
nurturing, and an example of being valuable through the life span. 

A second purpose of the program is to determine the effects of older adults serving as as- 
sistant project staff on the seniors’ self-esteem, self-efficacy, and decision-making skills. Of 
particular interest is the carry-over effect that participating in the project might have for the 
older adults in the home environment. 

The third focus of the program looks at the children’s play environments in the class- 
room as defined by a curriculum called the Creative Curriculum. By observing the interac- 
tions between the children as well as their play behaviors, the play 
environments that successfully promote appropriate play and social 
interaction between the preschoolers with and without disabilities 
can be determined. By examining play situations, the teachers can 
also learn to make their classrooms truly inclusive experiences for all 
the children, further develop their skills in implementing the Cre- 
ative Curriculum, and fine tune their problem solving skills. 

Through this program, it is also anticipated that preschoolers 
will learn to accept differences in age and ability. They will learn to 
respect and appreciate the differences as opportunities for them to 
“shine.” In time, it is hoped the that children will begin to feel the 


intergenerational mix and the inter- ability mix are natural. 


@ Program Beginnings 

The idea for the project grew out of the personal and professional 
interests of JCC staff members and professors at the University of 
Minnesota. JCC staff members who were key players in conceiving 
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the program included the Special Needs Director, the Child Care Services Director, the Se- 
nior Auult Supervisor, and the Assistant Executive Director. The JCC had a ten-year history 
of including older children and youth with disabilities in regular programming. The Special 
Needs Director was a certified therapeutic recreation specialist with knowledge and experi- 
ence in facilitating inclusive programs. Staff had noticed that there were senior adults on the 
opposite end of the building from the preschool who waved at the children when they saw 
them. And there were children with and without disabilities whose families wanted them to 
benefit from an excellent preschool. As such, the setting was ripe for an intergenerational, in- 
clusive program. 

The Child Care Services Director saw the potential benefits of including children with 
disabilities in her school. She valued the goal of having the student body reflect the natural 
proportions of children with and without disabilities that exist in society. She believed the 
children without disabilities would interact with children with disabilities and learn immea- 
surably important lessons for life. They might discover things about themselves that other- 
wise might elude them. They would develop new skills that had to do with being a person in 
a society where people who are different contribute to that society in varying ways. Some of 
the children in the preschool were of different racial and religious backgrounds. The curricu- 
lum encouraged appreciation for those differences and the classroom environment reflected 
that through pictures of children of different backgrounds. Through the project, the children 
would have daily opportunities to learn about those who were different because of disability, 
disease, infection, trauma, or other influences in the environment. 

The Senior Adult Supervisor knew — both intuitively and through experience with older 
adults · that a kind of magic can happen when older persons have opportunities to be with 
young children. She was aware that many of the seniors had grandchildren and even great 
grandchildren whom they sometimes saw less frequently than they would have liked. There 
were other senior adults at the JCC who had no grandchildren, but wished they had. Senior 
adults, in general, frequently voice concern about the current state of disrespect for and igno- 
rance about older persons by young people in the United States. They agonize over reports of 
acts of violence against seniors, intolerance, and devaluation of older people displaced by 
younger people. Some seniors express the opinion that the cause of such problems between 
the two ends of the age spectrum is partly due to insufficient contact with older persons in 
the younger years. The problem is seen as exacerbated by the societal value assigned to paid 
productivity through jobs and tangible products. Along with these concerns, the senior 
adults at the JCC looked for interesting ways to occupy their time. Many were excited to at- 
tempt new experiences and wanted to learn new skills. The Intergenerational Inclusive Pre- 
school Program seemed to address all of these issues. 

The Assistant Executive Director also shared the enthusiasm for the intergenerational 
program. She viewed the program as a natural continuation of the JCC’s commitment to in- 
clude people with disabilities into ongoing programs. She also saw the potential value to the 
early childhood program and to the senior adult program in terms of strengthening the exist- 
ing programs, thereby better serving the respective participants. Additionally, this program 
could attract new families to the JCC, thereby serving the greater St. Paul area in new ways. 

At the University of Minnesota there were three other key players who participated in 
initiating the program. One faculty member, who taught in the area of therapeutic recre- 
ation, had expertise in including persons with disabilities in recreational pursuits. Another 
faculty member, who also taught in the area of therapeutic recreation, designed, imple- 
mented, and evaluated recreation programs for older adults. The third university faculty per- 
son taught in the area of special education, with a focus on the education of preschoolers 
with disabilities. Thus, the three components of the Intergenerational Inclusive Preschool 
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Program were well represented for the design and evaluation of the project. Additionally, fac- 
ulty members could seek funding and provide staff for the project. 

The four JCC staff members met with the three university staff to design the project. 
JCC staff then engaged support from the Executive Director and the other JCC staff, as well 
as from the Board of Directors who made the final decision confirming the collaboration be- 
tween the JCC and the University of Minnesota. With start-up funding, a project coordina- 
tor was hired and the pilot study began in the spring of 1994 by advertising for and attract- 
ing several senior adults, informing members of the JCC that the project was going to take 
place, and beginning the initial data collection process to determine how the project should 
actually work. 

The first year was also spent gathering information about intergenerational programs that 
had been attempted in other settings. The review of literature revealed many important facts 
about the value of such programs for people of all ages. It also shed light on important strate- 
gies to keep in mind regarding different learning styles across the life span and the needs that 
must be addressed for seniors to feel compelled to make a long commitment to an 
intergenerational project. 


Benefits of Intergenerational Programs 


Intergenerational programs have been demonstrated to be beneficial to all age groups.! Eld- 
erly persons are an untapped resource for schools. Children get additional attention as teach- 
ers are freed to give more individualized instruction. Older adults feel valued, powerful in 
their ability to share knowledge and skills, and virtuous in their passing along moral stan- 
dards by example and by discussions with children. Intergenerational programs often te- 
sult in more positive attitudes toward the elders. They gain or regain status in the eyes of par- 
ents, teachers, and in their own family's eyes. Likewise, the older adults find ways to relate to 
younger generations as they come to understand current trends. They realize that the well- 
being of the young must be their treasured legacy if society is to progress. 

Barrow® and Metcalf* have each presented solid information about the learning styles of 
older adults and how these learning styles change throughout advanced years. They have 
demonstrated that people have the capacity to learn new skills until death though the rate of 
the acquisition of knowledge and skills changes. Simply stated, both the very young and old 
learn gew information better if it is offered in small segments and is frequently reinforced 
and practiced. Both groups attach new information to that which they already know and re- 
member easily. Both prefer to learn about topics of their own — rather than another's — 
choosing. Therefore, guided discovery is the preferred approach. Since both young children 
and older adults share some commonalities in terms of learning styles, an intergenerational 
program seems quite ideal. 


Program Description 
This section explains how preschoolers with disabilities were included in the JCC early child- 
hood program, how elders were recruited and trained to support the children in their class- 
rooms, and how all staff members worked together to promote inclusion. 
Including Preschoolers with Disabilities in Classrooms 

Including preschoolers with disabilities in early childhood classrooms followed much the 
same process as including children with disabilities in any JCC program. When a family ap- 
proached the JCC to enroll a child with a disability in the early childhood program, class- 
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room assignments were made by the Child Care Services Director based on the child’s age 
and the room capacity (usually fourteen to sixteen children). Families could choose from 
among several schedule options when enrolling their children in classes, ranging from two 
mornings a week to five full days a week. (This same procedure was followed when families 
with children without disabilities requested enrollment in the program.) Typically, only one 
child with a disability was assigned per classroom along with approximately fifteen peers of 
the same age who did not have disabilities. This proport:on was used because it reflected the 
approximate number of people with disabilities in society at large (the ratio typically given is 
one person with a disability to ten people without disabilities), the classroom teachers could 
meet the needs of the children without feeling overextended, and the number of additional 
adults who might be needed to assist children with disabilities in the classroom could be kept 
at a minimum. N 

Upon confirming enrollment (which usually occurred several weeks if not months before 
the child’s actual involvement in the classroom), the Child Care Services Director contacted 
the Special Needs Director to assist in assessing the child’s needs and abilities. A meeting was 
set up with the family in which needs, abilities, goals, and concerns related to such issues as 
physical handling, inappropriate behaviors, mobility, medication, and transportation, to 
name a few, could be discussed. Based on what was learned from this discussion and the de- 
gree of experience that classroom teachers had working with children with disabilities, as well 
as other classroom variables - such as children’s activity levels or their ability to play indepen- 
dently - a decision was made regarding whether a support staff person, referred to as a 
“trainer advocate,” would be needed to provide one-to-one assistance to the child with a dis- 
ability. This decision was made collaboratively, with input from parents, classroom teachers, 
the Child Care Services Director, and the Special Needs Director. 

Subsequently, and prior to the child entering the classroom, a meeting ed one or 
both parents, the child with a disability, classroom teachers and aides, the older adult, and 
the trainer advocate (if one was required) was arranged by the Special Needs Director. At this 
meeting, introductions were made and everyone present was made aware of the child’s and 
family’s important needs, goals, and considerations. If one or more of these key players were 
unable to attend this meeting, communications were conveyed individually by the Special 
Needs Director. 

Recruitment of Elders 

Once a child with a disability was enrolled in the preschool, an older adult was recruited and 
matched one-to-one with the child. Recruitment was accomplished by several methods - 
flyers mailed specifically to older adult JCC members, recruitment talks at JCC events that 
older adults typically attended, agency newsletter articles, announcements on bulletin boards, 
as well as word-of-mouth. Rather than relying on a single recruitment strategy, this combina- 
tion of recruitment tactics was necessary to reach the broad range of elders who took part in 
the many activities the JCC offered. In these outreach efforts, the main selling points for the 
older adults were the intergenerational aspect of the program and being able to help a child 
with a disability - that is, a child who without assistance would not be able to participate in 
the preschool successfully. Having had little prior experience or contact with people with dis- 
abilities, the elders were interested in children with disabilities, empathized with them, 
wanted to form new personal relationships with them, and wanted to make a contribution to 
their communities by helping them. 

Older adults were matched with children with disabilities based on their schedules and 
the ability of the older adult to meet the needs of the child. That is, if a child had an espe- 
cially high level of activity, needed to be lifted often, or required considerable physical assis- 
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tance, he or she was matched with an especially active and vigorous adult. If, on the other 
hand, the child responded well to verbal instructions and being shown how to use play mate- 
rials through example, an adult who could provide this type of assistance was selected. All the 
older adults were willing to assist any of the children with disabilities, regardless of the level 
of assistance they might require. 


Training of Elders 

The training of the older adults was accomplished through both formal, scheduled meet- 
ings and informal, in- classroom communications. Initially, the older adults took part in indi- 
vidual interviews. They were asked about why it was important for them to be involved in 
the intergenerational program, their prior experiences working with children with disabili- 
ties, their expectations and concerns about the program, their feelings of self-efficacy, and the 
amount of time they could volunteer. The answers they provided served as a measure for the 
amount of training they later received. 

Before the older adult became involved in the classroom, he or she was introduced to the 
family and made aware of the child’s needs and abilities and how to best respond to them. 
Communication with the family was essential for learning about the child and reinforcing 
parents’ goals in the classroom. The older adult also visited the classroom and spoke with the 
child’s teachers in order to learn about the classroom environment, activities, rules, sched- 
ules, and teacher’s goals and objectives. The Special Needs Director (nd trainer advocate if 
one was needed) provided instruction in inclusion strategies such as special teaching tech- 
niques, adaptations, and cooperative groupings, as necessary. 

As part of their training, older adults were also given a copy of a job description that out- 
lined the role they would play in the classroom. This job description emphasized the impor- 
tance of giving children opportunities to interact independently with play materials and 
other children before offering assistance. It also outlined how a child’s involvement in the 
group could be encouraged through providing verbal reminders or additional instructions, 
showing children how to use play matetials, and encouragi::g social interaction with class- 
mates. Classroom teachers were also given job descriptions related to inclusion. Their role 
emphasized the importance of working as a tcam with older adults to support the children’s 
inclusion in classrooms. That is, rather than expect the older adult to tend to all the needs of 
a child with a disability, teachers were asked to also interact with the child and address his or 
her needs, just as they would do for any other child in the classroom. The teachers active in- 
volvement in promoting inclusion was essential for setting a tone of acceptance and equal 
participation in the classroom. Their involvement also freed the older adults to assist and 
form relationships with the other children in the classroom. 

To give older adults a clear designation as early childhood staff, they were given the same 
JCC staff name badges that all the early childhood staff wore. As older adults began working 
in classrooms, they attended the same monthly staff meetings that all the early childhood 
staff attended. These meetings provided staff with opportunities to work through problems, 
communicate, collaborate, and receive additional training related to early childhood educa- 
tion or inclusive recreation. Additional training that the older adults received was provided 
on a one-to-one, situation-specific basis by the Special Needs Director, classroom teacher, or 


parent. 
Involving Older Adulis in Classrooms 


With this advance preparation and training, the older adult was introduced to the chil- 
dren in the classroom as a “new teacher” rather than as a “special helper” for the child with a 
disability. The introduction was made in this way to reduce the potential stigmatization that 
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might occur to a child who was assigned a special helper when no other student had a helper, 
as well as to give all the children opportunities to benefit from contact and interaction with 
the older adult. Typically, older adults assisted children in classrooms two to three times a 
week for approximately two to three hours each time they came. 

At the preschool, children had opportunities to participate in a number of free play or or- 
ganized activities throughout the day. During free play, children could choose to play at six 
or seven play stations that were set up around the toom. Examples of play stations included 
art, blocks, carpet toys, computer, dramatic play, library, sand and water, science, and table 
toys. The materials that were presented at the play stations changed from week to week. For 
example, for the dramatic play area, play materials for a pretend construction site might be 
available during one week; during a subsequent week, play materials for a pretend restaurant 
might be presented. Free play also included informal playground activities. Organized activi- 
ties included group time, reading books aloud, music, gymnastics, swimming, mealtimes, 
and special events such as a puppet show, field trip, or theater production. 

The first priority of the older adults was to provide whatever assistance the child with a 
disability might need to participate as fully and successfully as possible in the activity and 
with the other children. In addition to this responsibility - and depending on how much as- 
sistance the child required - the older adult also fulfilled a number of other tasks in the class- 
room. For example, the older adult distributed play materials, assisted children with operat- 
ing toys, read the children stories, provided encouragement and positive feedback, and re- 
minded children to respect each other and play well together. Along with the valuable assis- 
tance they provided the children with disabilities, teachers commented on the many ways in 
which older adults assisted teachers in classrooms - by giving them an extra pair of hands 
upon which they could depend. 

Whenever problems arose, the Special Needs Director and Child Care Services Director 
served as on-site contacts for the older adults to provide guidance, discuss options, arrange 
meetings, or serve as mediators. Throughout the involvement of older adults and the inclu- 
sion of children with disabilities, ongoing communication between the older adults, parents, 
teachers, trainer advocates, Child Care Services Director, and Special Needs Director was es- 
sential to keep attuned to changing needs, schedules, and developments in the program. 


@ Outcomes 


Ida, age 85, volunteered to assist Melanie, age 4, in her classroom because she “wanted to do 
something that's productive.” Twice a week Ida walked five blocks to the JCC, with the help 
of her cane, to assist Melanie. (In inclement Minnesota weather she arranged a ride through 
the JCC senior shuttle.) Each morning, as Ida walked into the classroom, not only Melanie 
but all the children would greet her with a big “Hi, Ida!” 

Even though Ida said she felt “inadequate” at times when assisting Melanie, she thought 
it was important for her to take on the challenge. She explained, “There were a lot of times 
that I said, ‘I don’t think I can do that’ but then I said, ‘Yes, I can.’ Like when I picked up 
Melanie the first time. I was scared. I really was scared. She just jumped into my arms on the 
playground - all of the sudden there she was - so I just dug my knees into the sand land 
caught her]. 

Ida believed participating in this program has made a difference in how capable and valu- 
able she feels. She said, “Well, I feel a sense of accomplishment. You try to do something 
that’s productive, and I would say this is productive.” 

When Sidney, 73, read the recruitment flyer that was mailed to his home, he called the 
JCC saying he wanted to be invoived in the program for humanitarian reasons and because 
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he missed his grandchildren in Arizona. Sidney was matched with Zach, 5, who was the same 
age as his grandson. “Zach's like a surrogate grandchild for me, Sidney explained, “It’s as if 
I'm playing with my own grandson.” 

In the classroom, Sidney formed a rapport with Zach, helped him play and get along 
with the other children and, when Zach’s attention wandered, brought his focus back to the 
game or activity in front of him. Besides helping Zach, Sidney was also there to help Zach's 
classmates. Sidney assisted children in solving playground disagreements, provided aii extra 
ear to listen to a child’s lament, and helped children put on and take off their jackets. He 
laughed and said, “I’m known as the zipper-upper!” 

As much as Sidney helped Zach and his classmates, Sidney thought they did more for 
him than he did for them. Sidney appreciated how the experience gave him something 
worthwhile to do after retirement. He observed, “I think theres a tendency for people like 
me to have a tough time getting used to retirement. I've only been retired for two years so it's 
still hard. I miss the social part of my work and this is a nice substitute.” Sidney continued, 
“I really feel I've done something to help. I feel that I am doing something useful. I get a kick 
out of [Zach’s] reactions to me. Just seeing these kids - they keep me young! I get a lot of 
satisfaction out of it.” 

When classroom teachers were asked what they thought about elders joining their early 
childhood staff, they responded overwhelmingly with praise. Having an older adult in the 
classroom, they said, gave them extra time to provide individual assistance to children or to 
organize an activity. Staff commented on the many ways senior adults helped out in class- 
rooms, how the children “loved” them, and how the preschoolers would run up to them the 
minute they came into the room. The staff's response was so favorable toward the senior 
adults that teachers who did not have children with disabilities in their classrooms began to 
inquire, “Why can’t I have a senior in my classroom, too?” 

Parents also felt their children with disabilities benefited tremendously from the extra as- 
sistance the elders provided and from the inturgenerational exposure. For instance, Melanie's 
mother, like many parents at one time or another, occasionally had difficulty coaxing 
Melanie to go to school. Her most persuasive strategy was to tell Melanie, “You'll get to see 
Ida today!” and she was ready to go. 

Another parent spoke eloquently about the value of the intergenerational component of 
the program, “I really like that ‘grandparent’ aspect. They have just evervthing to contrib- 
ute - the mentorship, they have so much life experience - and their wealth of knowledge and 
patience after having been through so much over the years. Kids don’t have too much experi- 
ence with elders. I think it’s a vital connection that has really been lost in society today. I 
think it’s real important to develop that relationship. I just think the extended network is 
very important.” 


Guidelines for Parents and Practitioners 


Several practical guidelines that parents and practitioners might find useful have been devel- 
oped through the Intergenerational Inclusive Preschool Program. Regarding ideas for fami- 
lies, if a child’s preschool does not currently involve older adults, a parent might suggest to 
the director that this valuable resource be tapped. Older adults can be recruited through ad- 
vertisements to the general community or to a senior citizens center ard brought into the 
classroom. Children can also form ongoing relationships with residents who live at nearby 
health care facilities or apartment complexes. 

if older adults are already assisting in an early childhood program, families are encour- 
aged to coinmunicate openly and directly with the older adult about the child’s needs and 
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growth, just as they typically would talk with the classroom teacher. In most cases, older 
adults will appreciate any insight or information a parent might offer - not to mention rein- 
forcement for the contribution they are making to the child’s nurturance and well-being. 
Families can also extend invitations to the elders to join them for important events in the 
families’ lives, such as birthday or holiday celebrations. Many older adults volunteer to ex- 
pand their social contacts and become more involved in their communities. Shared family 
time apart from the preschool setting can strengthen the bonds between the youngsters and 
the elders, and reap benefits for all the generations in between. 

For staff who work in intergenerational preschool programs, or who are considering de- 
signing such a program, there are several issues to consider. For example, when recruiting 
older adults, it is helpful to use a variety of methods. As noted earlier, volunteers can be re- 
cruited by mailing flyers to potential recruits who are on a senior adult mailing list, by giving 
recruitment talks to events that older adults attend, through newsletter articles, through 
postir on bulletin boards, as well as by word-of-mouth from current volunteers. 

Because many older adults live active, busy lives, it is important that staff be flexible in 
the expectations they place on older adults’ time and schedules. M also important to keep 
roles “fluid” between older adults, classroom teachers, and trainer advocates when working in 
inclusive classrooms. All staff members - not just older adults or trainer advocates - should 
be encouraged to step in when children with disabilities need help. Classroom teachers may 
need to be reminded of the key role they can play in setting the stage and tone for inclusion. 
Asa rule of thumb, in most cases, teachers would want to give just as much attention to the 
child with a disability as to the children without disabilities - and probably no more. 

To facilitate classroom inclusion, roles may need to be clarified for the older adults, 
trainer advocates, and teachers. Job descriptions may need to be developed that clearly 
specify each person’s responsibilities. These job descriptions should be tailored to meet indi- 
vidual needs. That is, some people may only need a few verbal directions in order to under- 
stand what is required in different situations; others may need activities and roles to be iden- 
tified in writing. A staff person may need to strike a balance between giving older adults very 
specific information and training regarding a child’s needs, and allowing the person’s natural 
and unique “grandparenting” skills to emerge. In general, one should avoid over-scripting or 
over-directing the older adult (unless, of course, the person finds this useful). 

Staff can increase the comfort level of elders in classrooms by teaching them the games 
and activities of the curriculum before they actually begin working with the children. In do- 
ing so, older adults will feel more competent in their broadened leisure repertoires and pre- 
pared to do an effective job. It is also essential to share classroom procedures and rules with 
seniors so they are aware of whatever protocol is important to follow or whatever boundaries 
are important to respect. When identifying classroom tasks for older adults, staff should keep 
in mind that some elders might not be comfortable performing certain tasks - such as chang- 
ing diapers, lifting children or heavy objects, pushing a wheelchair, or other physically de- 
manding tasks. If this is the case, classroom teachers, aides, or trainer advocates may need to 
share in these responsibilities. Frequent opportunities for older adults to practice safe han- 
dling or lifting procedures would be important to arrange. As older adults assist children, 
they may need to be cautioned about providing “too much” help, thus creating a dynamic of 
dependency between the elder and the child. Children should be given ample opportunities 
to attempt activities on their own before assistance is offered. Additionally, if an older adult 
appears discouraged that a child’s progress is slow, staff may need to remind him or her that 
growth for the child may be realized in small segments and that changes may not be very ob- 
vious except when viewed over time. 

Lastly, and most importantly, staff can play a critical role by frequently reminding elders 
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of the value of their efforts and contributions. Staff ꝭ appreciation can be shown through a 
casual comment in a school hallway, a special acknowledgment at a staff recognition party, a 
newsletter article, a rote of gratitude, or in a birthday card. Elders’ unique contributions can 
also be recognized by inviting them to share information about their lives or lore about how 
things were done when they were a child or during other periods of their lives. For example, 
elders can teach children the art of making latkes, share a game that was popular when they 
were a child, provide instruction in their favorite hobbies, or tell children stories about their 
families. Regular affirmation of the valuable roles that older adults play in the lives of all of 
the children in the intergenerational program will be greatly appreciated. 
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Inclusion in Community 
Leisure Services 


Participation in inclusive leisure programs can make life- 
changing differences for children and youth with disabili- 
ties. It is not only people with disabilities, but also the 
community as a whole, who benefit from these programs. 

For instance, the community benefits as recreation professionals continue to grow more 
accepting of individuals with disabilities and accommodating of all people. On attitude as- 
sessments, recreation personnel have indicated that inclusive services have taught them not to 
be afraid of people that are differently-abled, and that individuals with disabilities are dis- 
abled only to the extent that they are perceived to be. Indeed, recreation personnel are learn- 
ing that, with careful attention to design, inclusion works to everyone benefit. 

In the early days of inclusive community leisure services, it was commonly believed that 
by simply changing the physical environment of an agency to remove its architectural barri- 
ers, bringing people with and without disabilities together in that setting, participants would 
interact positively and have successful social and leisure experiences. Sometimes these strate- 
gies alone did have that fortunate effect. But, as we have learned - sometimes the hard way — 
physical accommodation and physical proximity alone do not usually produce positive inter- 
actions and attractions. In fact, a backlash often occurs when individuals who significantly 
challenge the service delivery system have been “dumped” into programs with minimal 
preparation. The “seeds” to produce positive attitudes and accommodating ways do pat au- 
tomatically get planted: they must be sown and then cultivated in carefully structured (pro- 
grammatic) ways before “harvests come in.” The ultimate challenge is to create fertile and 
healthy environments within which all citizens receive continuous opportunities for growth 
and nurturance. 

Who will be responsible for these changes in atti- 
tude and willingness to accommodate? When and how 
will community recreation agencies accommodate all 
children and youth? And, if these efforts do become suc- 
cessful, will they endure over time? One thing is certain: 
as individuals with disabilities become increasingly in- 
volved in inclusive community recreation activities, new 
methods to increase communication between partici- 
pants, family members, and practitioners will become 
necessary. Alternative and creative avenues fur meaning- 
ful collaboration and dialogue need to be explored. 

One factor that works in favor of the inclusive com- 
munity recreation movement is that family members are 
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becoming increasingly involved in and more vocal about decisions concerning the quality of 
their children’s lives, whether they live in or out of the family home. In fact, the U.S. Senate 
recently agreed to re-authorize the Elementary and Secondary Education Act. Section 315 of 
this act contains the Families of Children with Disabilities Support Act of 1994. This family 
advocacy legislation includes services and support for families in their efforts to promote the 
inclusion of their children with disabilities into all aspects of community life. It also pro- 
motes the use of existing social networks, natural sources of support, and building connec- 
tions with existing community resources and services. However, interest in working closely 
with families should not occur simply because it is the appropriate thing to do or because the 
law requires it. The time appears ripe for significantly more collaboration among key players. 

Attention to the trends for increased family support and for community involvement will 
be of great importance to the viability and quality of inclusive community leisure services in 
the future. To facilitate active involvement of consumers and family members, recreation 
practitioners must step out of their agencies’ doors and into the community to communicate 
clearly a willingness and readiness to accommodate those previously unserved and under- 
served individuals, Sustainable systems change in inclusive recreation services will only be- 
come a reality when parents and practitioners communicate often with each other. 

So what next? In increasing numbers, parents need to begin to help recreation agency 
staff identify preferences for activities and then support agency efforts to generate appropriate 
adaptations to enhance their children’s participation in programs. Also, parents can serve on 
advisory boards to assure that inclusive services are promoted and supported, agency staff re- 
ceive training, and sufficient volunteers are recruited. One collaborative strategy described 
earlier in this publication, the focus group strategy, is a means of bringing key stakeholders to- 
gether to discuss all sides of an issue and to stimulate development of meaningful recommen- 
dations and solutions. Through this focus group approach, recreation practitioners can stay 
in touch with the needs of children with disabilities, family members receive opportunities to 
voice their opinions, and key players work together to increase each other's understanding of 
their respective needs, preferences, constraints, and solutions. In this manner, whole commu- 
nities can mobilize around this social inclusion goal and combine resources for problem-solv- 
ing and program development. 

In closing, we propose that the following four ideas become essential ingredients in guid- 
ing the development of inclusive leisure services: 


Programs must be designed for people that are age suitable and are based on personal in- 
terest, not on a diagnosis or label. 

Programs that prepare people for inclusive recreation participation must occur in their 
home communities, not in restrictive, contrived, and remote settings. 

Communication and coordination between participants, family members, and practitioners 
must occur if inclusive services are to be initiated and thrive over time. 

Participants with and without disabilities, family members, and leisure service providers 
must assume a shared responsibility approach to help ensure that every community 
member's needs and interests are met, including the recreation and social needs of entire 
families. 

No longer shunted off to constricted environments, people with disabilities who live in, 
learn in, and use the community also teach their peers without disabilities new lessons in per- 
sonal development, growth, and enjoyment. A nondisabled individual rarely matures or be- 
comes a wise and complete person until she or he has empathized with others who are on the 
fringes of community life. We must work to broaden the community's definition of diver- 
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sity, building alliances across diverse stakeholders, creating a common vision of truly inclu- 
sive communities. Only then will an enabling system develop that will have the capability to 
endure beyond a current fad. 

The time has come to adopt a new vision, one founded on the premise that the community 
belongs to everyone, and everyone - regardless of ability level - belongs to the community. 
Inclusive community leisure services that cultivate positive social interactions and friendships 
can be powerful vehicles for promoting this ideal. When everyone is involved actively and 
positively, from policy-makers and administrators to parents and consumers, we all reap ben- 
efits. Only then can equity be attained and community belonging achieved. Some day - in 
the not-too-distant future one would hope — inclusive community recreation programs will 
be available to all citizens. “Heterogeneous and socially inclusive” services will replace “sepa- 
rate but equal” services as we resolve to work toward the termination of philosophies and 
programs that isolate people who have disabilities from other people who do not have dis- 
abilities. We have already made substantial strides in this direction. With sustained vision, 
courage, and collaboration, we will successfully achieve widespread inclusive recreation ser- 
vices in the twenty-first century. 
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INCLUSIVE RECREATION services are an essential ingredient in enhancing the quality of life 
of children and youth with disabilities and their families. Yet fifteen years after the passage 
of federal and state laws providing the right to education and recreation in the least 
restrictive environment for all children, parents frequently find they must “fight the system” 
to secure inclusive services — especially for children with disabilities. 
Recognizing that parents “have the potential to become the best advocates” for their 
children Powerful Partnerships contains the perspectives of twenty-two authors on the past, 
present, and future of inclusive recreation, strategies for enhancing family and community 
development through inclusive recreation, and profiles of programs incorporating different 
inclusive recreation approaches. 
This eighty-page report was edited by four of the nation’s pioneers in inclusive recreation — 
Drs. Stuart J. Schleien, John E. Rynders, Linda A. Heyne, and Carla E. S. Tabourne of the 
College of Education at the University of Minnesota. The authors discuss methods used to 
secure quality inclusive recreation services - methods based on years of experience of 
parents, professionals, and advocates working together for inclusion. 


m@ Orper Form: Powerful Partnerships 


Send this form and a check or purchase order [made payable to the University of Minnesota) to the 
Therapeutic Recreation Leadership Training Grant Project Office, University of Minnesota, 110 Cooke 
Hall, 1900 University Avenue SE, Minneapolis, MN 55455. Each copy costs $15.00. Minnesota residents 
please add 6.5% sales tax (does not appiy to tax exempt organizations, including public schools; tax exempt 
organizations other than public schools must enclose a copy of their tax exemption certificate). 

Questions? Call 612/625-7583. 
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